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ABSTRACT 

The guide for new parents of infants with Down's 
Syndroae contains 11 entries by parents, pediatricians, and 
edacat xs. The following topics are addressed: typical initial 
parental reactions; the causes and effects of Down's Syndroae; 
reactions of 18 pairs of parents initially and after at least 1 year 
of living with their child; guidelines on daily care tasks and ways 
of stinulating development; language stimulation; training in 
socially acceptable behaviors; muscular dev«)lopaent; eating habits, 
toilet training, hygiene, rest habits, and dressing; the importance 
of play; and planning for the future. (6B) 
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INTRODUCTION 



This booklet was written for new parents of Down*s Syndrome 
children parents who face soul-searching questions such as ""Should we 
place our Down's Syndrome child in a foster home or institution^ ""If we raise 
him at home will our oiher children come to dislike or even hate him because 
he will require so much of our attention T "Will he ever be able to walk or talk 
and be toilet trained or will he be unable to care even for his own simplest 
needsr '"Will grandpa and grandma love him. and what about the reaction of 
our neighborsT *"Whut effect w ill he have on our marriage will he bring us 
closer together or drive a wedge between usT "What will happen to him when 
we die who will care for himT' 

I hesc have always been common questions for parents of I>ownN 
Syndrome infants. The major difference in their case* however, as distinct 
from your own. is that they had to go through a laborious search process to 
uncover the information necessary to make decisions. The purpose of this 
booklet is to help you make decisions with greater assurance because you will 
have facts about the condition and knowledge of how other parents of Down^s 
children have coped with it. 

It will not be our purpose to try and convince you either to rear 
your child at home or to have him reared in a good foster home or institu- 
tional setting. 1'here may be compelling reasons to recommend either of these 
alternatives, but your personal circumstances and beliefs based on facts will be 
the deciding factors. I n this vein, you will find that both sides of questions and 
issues will be presented throughout this booklet, since an alternative really 
can't be an alternative in a true sense without considering various, and some- 
times opposing, points of view. 
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A I rriFR lO PARENTS 

Rurhuru I homes* Mother 

You have given hirth. New life is a wondrouii event. But the world 
does not glow and radiate joy as it should for you hecause something in nature 
is not right. You have been saddened by news whieh one always suspeets could 
happen^ for which one thinks he or she has prepancd himself* but for which 
one never really is prepared^ whether it be your First child oreighth* Your baby 
has a chromosome mi xup* a congenital mishap which has affected its whole 
being. I he mishap is known as Down\ Syndrome* or mongolism. 

Wc would like to tell you who we aa\ before we c ontinue talking 
with \oiK tor it might help you to krow that we do rciilly understand whai you 
arc e\neriencing. Wc arc parents of DimnN Syndrome children. Some of us 
ha\c many normal children in our lamiiies i\s well as our I)own\ Syndrome 
child, and others of us have iust our one Dow n\ Syndrome child. We are an 
assortment of ages and backgrounds. But we have a twcvfold common bond 
love lor our I)own\ Syndrome children and a dedication to helping them be- 
come useful persons, as whole as possible. We want you to know ihat we ex- 
perienced all ol the leelings alter the births of our children that we know you 
too are expcriencinj!. I here was shock. And there was fear, t here were bitter- 
ness, rejection, contusion and siidness. K'or a fleeting moment we wondered if 
could love our little ones with ull their imperfections. And that's the beauty 
o' it all. Wc love them with a special love. 

I et\ examine these feelings that we have mentioned above. Shock 
is iind.nibtediv the first. Certainlv^he amount of shock you experience at the 
news ol V our child's condition depends a great deal upon how gently or iiow 
bluntiv you have been told about it. However, after examininjL* our own reac- 
ti%>ns« we know thai ^hctc rcallv is no easy wav to be told. V^e a re grateful that 
todav wc are usual!v told as soon after birth as nossibie. for thee is a greater 
shock ol finding .>iit a vear or so late:, a frequent happening in the past. 

I c.»/ might be present lor a numScr ol reasons. Perhaps this is 
vour lirsi contact with retardation ol any kind. Or per.uips the only contact 
vou have had with retarded children has been man inst it iitionah;etting where 
>ou were aware ol man\ verv severe cases. Maybe you have only heard fairy 
tales about Down's Syndrome childr *n* They all look alike** is one tale we 
can readily disp?l for you right now. Our children are all individual persons 
with definite family traits and characteristics. They are anything but docile, 
sad-faced, dull-eyed little people. Iheytearup newspapers, open up cupboard 
doors and haul things out. get into big brother's things, and in general create 
as much havoc as any normal child* 



Perhaps you feel hitternesv |)on*l leel alone in this. H's hard to 
understand u hy Mrs. So and So. who didn*t take care of herscil and neglects 
her other children* has a perfectly healthy little baby. It\ hard to reconcile the 
f act that this is perhaps your one and only child when someone cisevou know 
has had many normal babies. lt\ hard to rejoice with the other mothers in the 
maternity ward wheii you feel very tittle to rejoice about. But the joy you will 
know when >our child accomplishes as simple a thing as smiling will lielp you 
to ward off this feeling and replace it with gratitude. 

You may feel guilty because you have had thoughts of rejection 
toward your own flesh and blood, an infant. It docs not seem terribly odd that 
this feeling should assiiil you. It assailed us too. But it will beshort'^lived. for 
all >ou need to do is to f ondle your baby, ta'k to him. and again parenthood 
will take charge and you will love him. 

C*onfusion and sadness are all a part of the above mentioned 
emotions. I he\ flow from one another, it seems. Confusion will exit quickly 
w hen you get into the everyday routine of feeding, bathing and clothing your 
baby. Sadness may remain, fordeepdown it will always hurt a bit to think that 
the future of this little one will not be the same as it is for other children. 

How should you handle all of thesefeelingsat atime whenyouare 
physically and mentally low? One good bit of therapy is to ask your doctor or 
the hospital to recommend the names of other parents who have a Down's 
Kvndrome child and then to visit with those parents. They will let you know 
that indeed they do understand your situation. And they can give you the 
encouragement and hop-.* you need now, Also, seek out a close friend or 
clergyman who you know will listen to you with compassion. 

It would be unfair to tell you that life will be a bed of roses for you 
and your baby. 1 here will be challenges all alongthe way. P^'rhaps we can help 
you to foresee und be ready for some of them. F-rst of all. there will be 
deci^ions to m;.ke. I here may be forces tugging and pulling at you, some 
telling you to institutionalize your baby immediately and others telling you to 
take him home. We chose to t^ike our babies home, for we felt that they need!* 
ed our love, had a right to our love, and that they would thrive on that love. 
Your decision is something that must be reached by bof h mother and father. 

If there are other children in the family, they rnust be told about 
the baby. It seems to solve a lot of problems if it is done immediately, in a 
gentle i«:id factual way. Children are ania/ing. and will astound you with their 
acceptance of the situation and the matter of fact way in which they will tell 
their friends and teachers and classmates. And best of all. they will ama/e you 
\k i!h the.r lo\e for the baby. When they come home from school each day. they 
will gravitate toward the baby\ crib or playpen or wherever he may be. Your 
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baby can truh teach all ot you the \iondeii'uL much sought-after quality of 
seltles^^ness. 

Vou also have to set about the task of telling other people 
about your b;iby. rh«.re arc grandparents who must be told and helped. Some 
grandparents disbelieve the diagnosis, a few reject their grandchild«and some 
love the child more thanall of theother grandchildren. Exampleand patience 
are needed by vou to teach the disappointed grandparent not to be bitter, or 
the unbelie\ing grandparent to accept the facts. 

( here are friends and neighbors who must be told. You may be 
waiting lot them to come to you. but if they don't come« you will have to 
realize that perhaps they are hesitant because they don't know how ;-ou are 
bearmg up and they don't know what to say. Some friends* in their kindness, 
might (»tfer v ou sympathy and condolences. But. almost without faiK they will 
open their hearts to your child. 

In all of these relationships, there is one big factor which will de* 
termine laou your bahv is accepted ( hat crucial factor is you. If you love and 
accept your babv. he will be lo\ed and accented by others. Do not hide him. 
Shovv him to people and encourage them to hold him. Be honest aboui his 
condition. I ell them that he is retarded* that he has a condition known as 
Down's Syndrome. Also encourage them to ask questions about your baby* 
Your familv and friends will he relieved to see how naturally you handle the 
situation and uill react to the baby as you do. If you refuse to admit what is 
wrong, or try to hide it. you will have closed a door in your life which will shut 
off some of the most beautiful rewarding relationships that a person can ex- 
perience. You will learn u lot about people. too« even those people whom you 
thought you knew so wel!. 

( he medical aspects of Down's Syndrome will be discussed in 
another portion oi this booklet. We are interested in sharing thoughts with 
vou on the mental growth of your child. One of the most important con- 
tributing factors toward that growth is stimulation* From the time you bring 
him home trom the hospital, make an effort to keep your baby out where you 
are and where tamily life is active. The amount of time he can be with you will 
ot course increase with his age. Have him watch you bake a cake, wash the 
dishes and sweep the Hoor. I alk to him as you do these things. Put objects in 
his hands so that he can touch and teel them. Be a leacher lo him and show him 
the uay to learn. Never take for granted that he will learn something on his 
oun. His little eyes will sparkle and he will begin to take an interest in life 
around him it you constantly show him the way. Unlike normal children, 
Down's Syndrome children need much guidance in exploring the world 
around them. 

We can't stress enough the need to talk to and read to your baby. 
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Al lirst. it will seem almost ridiculous to you lo sit and read to your hahy who 
dtK*sn*t seem the least hit imerested in what you're saying. But it you pursue 
the reading, you will soon know the joy of having that same little child climb 
up on a chair, take a book and "read** lo himselt. I he language stimulation 
w hieh How s Irom \ our reading to him is of great value, for this is an area where 
the l)own\ S\ndrotne child v. ill need the most help. 

I he age at >i hich normal children accomplish physical an^f mental 
tasks \anes with each child. So. too. doe»s it vary among l>ow n's Syndrome 
children. Some ol our children w alked at one year of age: others not until well 
into their second year. Some c»f our children said words before they were one 
year old; others took much longer. We tell you this in the hope that you will 
not stereotype your child and expect him to accomplish things at the same 
time another child does. Often it will require much patience on your part, for 
sometimes it seems that the child will ne%cr learn But in his own good time, 
with \our help, he will learn. ;»nd then \ou will rejoice. 

It wo ha\cgi\en \ou some encouragement weareindeed grateful. 
I here are other sources ol help. howe\er which we would recommend to you. 
Join your nearest ARC ( Association for Retarded CMli/cns) group and ex- 
change ideas and e\pericnccs with the members. Contact your Swial Scr\- 
ices IVpartment for counselling. I his counselling, which is offered by the 
hamily Ser\ice Agency of the Welfare l)ep:irtment. may prove invaluable !o 
\ou in man\ wa\s. hut particularly regarding the future education of your 
child. Seek the ad\icc and help of your local Public Health nurse who w ii; be 
able to ser\ e as a rescuirce person for you. guiding you in matters of nutrition, 
growth and dc\elopment of your baby, and in the understanding of retarda* 
tion, I ry to secure the names of other parents in your area who have Down's 
Syndrome children because it always helps to he with someone who under- 
stands your problems through experience. And refer to the list of materials 
and resources at the end of thi^ booklet. I hey will encourage and buoy you up 
when the da\s are difficult. l.astK. try to think positively. One positive 
thought we can all share is that we are so lucky to live in this decade when very 
wonderful things are being done for us and for our children. 

We w ish you and your baby the very best of health and happiness. 



SincereK. 




Barbara Thames & Mimesota Parents in Project EDGE 
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WHAI IS DOWVS SYNDROME? 



J. Margaret Horrobin. Pediatrician 

\s parents ot a child with l)ovvn\ Syndrome yoii naturally have many ques- 
tions concerning \our child. We hope to answer some o^' them here. 

H hat Makes the Oocior Think l out Child has DoH'n\ Syndrome? 

Children with Down's Syndrome have a characteristic 
appearance including somewhat slanted appearing eyes, skin folds covering 
the inner corner of the eyes, a broad nasal bridge and have a tend '^icy to 
protrude the tongue. There are many other bodily characteristics includmg 
short stature, small head, stubby hands with inward curved little fingers, often 
a single crease across the palm, joints which are unusually flexible and 
generally poor muscle tone C^^floppiness''). Mental retardation is almost 
always present. 

You should know that no child has all the possible features of 
Doun\ Syndrome (there are more than fiftyK and any single feature seen in 
l)own\ Syndrome can also be found in normal children. By the way, ""Down** 
is the name of the physician who first described the condition and ""Syndrome*" 
means a cluster of characteristics. 

tt haf Cause% DoH'n\ Syndrome? 

First, understand that nothing you did. or did not do.cau^:ed the 
syndrome and nothing you could have done would have prevented it. It has 
been found that children w ith Down's Syndrome have an extra chromosome. 
Normally there are 46 chromosomes in each cell, arranged as 23 pairs. 
Twenty-two pairs are concerned with physical features such as height* body 
build, eye and hair color, and are called autosomes. One pair determines the 
sex of the person. XX for a female. X Y for :i male. For convenience of iden- 
tification in laboratory' studies the chromosomes are customarily arranged in 
pairs in decreasing si/e. and numbered one through 22. Clusters of pairs with 
some similarities are grouped together. A through G. In Down's Syndrome 
there are three \umber 21 chromosomes instead of two. The condition of 
three autosomes instead of a pair is called a trisomy. As the Number 2 1 pair is 
part of the Ci group of chromosomes. Down's Syndrome is also called 
I risomy (i or Trisomy 21. 

HoM* Does This Happen? 

I hc egg and the sperm each contain half the usual number of 
chromosomes in order that, when they unite at fertilization, there will be a 
normal complement of 46. If. in the process of splitting of pairs in the forma- 
tion of the egg. separation does vM occur properly, an extra chromosome may 
be carried over into the egg. thus causing a total of 47 chromosomes (instead 
of 46) after the sperm, with 2.V has united with the egg containing 24. The 
failure of correct separation is know n as ""nondisjunction"" and is responsible 
for 95 percent of Down's Syndrome births. In the other 5 percent the extra 
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chromosome is not l1oatin{! Irce. so to spe ik. but is attached to another 
chromosome. This is culled a "transhK'ation^. In rare circumstances, a child 
^ill have a type of Down's Syndrome called ^mosaicism.** Mosaicism means 
that some hut not all ot the cells in the body contain the extra chromosome. 
Children with the mosaic form tend to have higher IQ scores, but there 
appears to be little or no relatioaship between the percentage of normal cells 
and thechild^ IQ score. At this time uedo not know what causes nondisjunc- 
tion, translocation, and mosiicism. 

I/##H* Often Does it Happen? 

Down's Syndrome occurs in all races and happens approximately 
once in every 600 births. The nondisjunction type, however, becomes more 
common as a woman gets older, so that the chance for any particular pregnan* 
cy is mainly dependent on the age of the mother. For a woman in her early 
20\. the chance may be as low as I in 2000. whereas for a woman in her late 
40\ it may be as high as I in 20. Belo«%' the age of 35 thechancesare quite small. 

H /// // Happen to t % Again? 

I he \\ pc of Down's Syndrome caused by nondisjunction d(Ks not 
seem to be hereditarv . and the chances of it happening again are primarily 
determined bv the mother's age. The risk for a young woman ^^ould thus be 
small, but ma\ be considerable for a W(iman in her forties. 

rhe rare translocation type of Down's Syndrome may be. but is 
not necessarily, hereditary. Where one of the parents is a carrier of this type, 
there is a high risk for future pregnancies and the advice of a genetic counselor 
should be sought. 

H ho%e ( hromosome% Should he Examined, And is It \ecessary? 

First, the baby's. If the baby's chromosomes show the usual non- 
disjunction Trisomy 2 1 arrangement there is generally no need to go further. 
You can be sure that this is not familial. 

If the baby has the translocation type of Down's Syndrome, the 
mother's and the father's chromosomes should be examined to see if either of 
them is carrying the translocation. 

Sometimes we do not feel it is essential to do a chromosome ex-* 
ami nation. If a woman is older, has had normal children, has no family history 
on her or the fathers side of Down's Syndrome and the child's diagnosis 
appears clear on physical examination, then the likelihood of there being a 
hereditary translocation is just about nil. Therefore, we and the parents may 
feel that the expense of the test is not justifiable. If the woman is young, es- 
pecially if this is her first baby, we feel that the test should be done even though 
in the overwhelming majority of instances the nonhereditary nondisjunction 
Trisomy 21 will be found. 
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How tarty in Life ( an l>oH*n\ Syndrome he Piagnosed? 

In most cases the diagnosis can be suspected and made in the new- 
horn period and the blood for the chromosome test, if indicated, can be taken 
at that time, it is rather uncommon these days for the condition to remain 
unsuspected after the newhornN nursery stay. 

H ill Our Child Be Severely Retarded? 

Most children with Down's Syndrome are not severely retarded. 
There is an enormous range of intellectual development among the children. 
Just as their physical appearances are not identical, neither is their mental de- 
velopment. There are some, a few. who are profoundly retarded, while there 
are also some, very few, whose intelligence is in the borderline normal area. 
Most of the children are ultimately moderately retarded. i.e.« their IQ test 
scores will generally fall between 40 and 5^ (a normal IQ test score is around 
100). More information about IQ scores will be provided in the next section. 




h There Such a Thing « '\4 Touch of Down\ Syndrome?'' 

No. A child either has Down's Syndrome or does not have it. This 
term, or others similar to it. is sometimes used by well-intentioned people to 
imply that the child's progress cr development is better than might have been 
expected, forgetting that there is a very wide range of development among 
children with Down's Syndrome. Along these lines it should perhaps be men- 
tioned that by and large the physical appearance, or number of diagnostic 
characteristics present, is not a:i indicator of mental development or poten- 
tial. 
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1% there a Care? 



No. Ah is true for many conditions that cannot be cured, parents 
ol children with |)oHn\ Syndrome may be unduly susceptible to claims of 
quacks, charlatans and mistaken people that a cure can be effected, or that a 
particular treatment will remarkably improve a child's development. Through 
the years a host of drugs and diets of various kinds have been promoted. Ob- 
jective evidence as to their effectiveness is tacking. 

How Alike are ( hildren wiih l)fwn\ Syndrome? 

It is true that children with Down's Syndrome have enough phys* 
ical characteristics in common that they can be recognised by their appear- 
ance. However, through the years many stereotypes have been attached to 
them, such as that they are placid, docile* obstinate, cheerfuL friendly* not 
destructive, have a natural talent for mimicry, innate rhyihm and love of 
music. The research that has been done suggests that these stereotypes are 
more Kintasy than fact. .Actually there is tremendous variability among chil- 
dren with Downs Svndromc rather than uniformity of traits. Not all 
characteristics have been specifically researched, but, in everv* case where evi- 
dence has bccti gathered about a particular trait, it has been found not to be 
more comnum in I >own\ Svndromc than in other children with a similar de* 
grcc ot retardation. 

lio ( hildren wiih t)own\ Syndrome (how I p? 

In bygone days, few children with Down's Syndrome grew up. The 
major causes of death were heart disease and infection. With advances in 
medical knowledge, the advent of antibiotics and improved care for heart de- 
fects, including surgery, the outlook has changed dra.stically. There is still an 
appreciable risk in the first year, especially for children with a heart defect, but 
after that time is past, you can probably expect that your child will ^row up. 

i an Ihey Have ( hildren? 

There is no instance that we know of where a man with Down's 
Syndrome has fathered a child. Women with Down's Syndrome have con- 
ceived, though infrequently, and n"*urally they have an extremely high ex- 
pectation i 3()-S0) of giving birth to a child with Down's Syndrome. So it is im- 
portant for the parents of a girl with Down's Syndrome to realize that she may 
be fertile. 

It hat \hoiil MenMruaiion? 

The onset of menstruation in a girl with Down's Syndrome will 
pose some dilemmas for the parents which may be hard to resolve. Certainly 
no general recommendations are applicable. A mildly retarded girl can learn 
perfectly well how to take care of herself during menstruation. A more severe- 
ly retarded girl may find this a frightening and distressing occurrence. With 
the onset of menstruation also comes the possibility of pregnancy. The best 
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moral training at hiMtic caiuuit insure that, auay from home« a retarded girl 
may not he taken advantage ot. or hecause ot her limitations, may exercise 
poor judgment. Many parents ask lor contraceptive advice for their daugh- 
ters to guard against the uncommon, hut possihle. tragic pregnancy for a girl 
uith |)o\\n*s Syndrome. Some request steriii/ation Tor their daughter and 
some a hysterectomy particularly where the girl is more severely retarded and • 
uhere menstruation is trightening. I hese are serious and carefully considered 
requests on the part of the parents which merit sympathetic consideration. 




If har ( an H e Do lo Help Our ( hild? 

You can help your child reach his or her potential hy refusing to 
accept some of the old stereotypes attributed to the child with Down*s Syn- 
drome, such as "very passive/* or ^content to lie in his crib from feeding to 
feeding.*" Hy accepting these stereotypes as fact, some parents have deprived 
their children of the stimulation which all children need in order to progress 
adequately. I he infant with Down s Syndrome needs more, not less, good 
stimulation from the people and objects surrounding him. He needs to be 
played w ith regularly, touched and exercised, to hear music and voices, to see 
bright colors and movement, and especially to experience warmth and love 
from his family. Specific suggestions for making your childN life more inter- 
esting can he found in later portions of this booklet. 
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DIM Willi PROKI I MS 
John r. Ryndcrs. rducator 
and 

.1. Margaret HorrohiiK Pediatrician 

I here is no douht that having a Down^s Syndrome child is rough 
on a tamiK l*rom the moment ot his birth, parents face agonizing decisions 
attended h\ serious doubts as to their ability to make the ncccssiir>' decisions, 
llou have parents coped \%ith the news that they have a I )own*s Syndrome 
neu horn child? 

We asked our IS pairs of Project riHil! parents in Minnesota to 
give us then reactions to having been told that they had a DownV child. Wc 
sent each ol ihem a confidential questionnaire. At the time, all IS sets of par- 
ents had been rearing their I>own\ child at home from one and one-half to 
more than three years. 1 he fact that they had been rearing them at home for 
some time ptcsented us with a unique opportunity to obtain impressions 
about their initial reactions along w ith their feelings about having lived with a 
child for a U^ng while who has I>own*s Syndrome. These -back-to-back** 
reports \%ill be ot special interest to parents who havca newborn Down\s child 
and are asking themselves. 'Mf I take him home now will I regret it when he\ 
older? Will he wreck my personal life, make my i\;her children's lives un- 
bearable, drive a wedge between my husband and rne'r Sixteen of the 18 
sets of piircnts returned the questionnaire to us. Because of the importance 
of their replies to other parents of I>own*s children, as well as for their own 
genuine human value, we present all 16 of them as writteti. 

Ittiiial Reaciiom 

Mother A 

(\uildn*t believe it. felt guilty about even having him. Felt sorry 
lor the bab> . Knew I had to take him home because he belonged to me and a 
mother seems to have an instant love for her child. 

We\e said many times it*s too bad you don*t reaii/e how simple 
vour life was before! 

l-ather A 

( an't believe it. wonder why and what happened, and whether 
you're goine to put him in a home or uhat. 

.Mother B 

I lelt verv sorry for the baby. All 1 could think of was him being 
hassled bv his peers for all of his life. I cried whenever I looked at him. After a 
lew davs I realized / was the one that was hurting and that this child would 
more than likelv be happier than a lot of normal children. 

Mother ( 

Kcali/ing that l im's growth after four months did not follow the 




pattern ol our other children, the shoek was not quite as devastating as that of 
unsuspecting parents. Houe\er,our lear and anxiety tor l im*s future swept 
o\er us hke a had dream. Ccm^plieated questions Hooded our minds: 

1. Will it he possihlc tor us to liandle such a child? 

2. Do ihc\ c\cr get \iolent? 

X ( an thc\ . \cr gi> out on their i>wn? 

Mother I) 

We were told the day our hahy was horn that she had a handicap. 
We were loo shocked to e\en ask w hat the handicap was. By ohservingher we 
were ahic to guess the prohlem. At first we feared that our relativesand friends 
would ne\er accept her: howe\er. she was accepted with open arms. It cer- 
tainK was ditlicult telling e\eryone. 

I he doctor indicated that in all likelihood she would have he put 
in a *'homc" hy the age of six so therefore '*don*t get too attached to her.** In 
tact, the implication was quite strong that piac^emeni was an immediate op- 
tion and that we didn't have to take the child home from the hospital 

It was difficult to watch other families huhhie with joy over their 
"normal" habies. We certainly feh isolated from the rest of the parents. It 
would ha\e helped to ha\e a parent of a Down's Syndrome child to talk to. 

Mother K 

I he immediate reaction of course is one of being stunned or 
shocked because it is something you are unprepared tor. Then we recall the 
contusion because we were not knowledgeable about Down's Syndrome: we 
were being pressured to "place'' David before the realization and implications 
were e\ en "digested.** One of the most difficult areas was lack of support from 
the hospital staff, of being totally on our own in attempting to reach a de- 
cision that was being forced upon us: whether to take I>avid home or to place 
him. all this before any realization of what had happened was allowed to be 
absorbed. The isolation was very hard to accept isolation imposed because 
the staff was unable to cope and simply avoided the subject of David's handi- 
cap we, as p;irents. had to be supportive of them rather than vice versa. An* 
other frustration was the lack of information available to us so we could be- 
come somew hat enlightened on Down's Syndrome. If you want a few words of 
initial reaction we feel some would be: shock, confusion, avoidance, isola- 
titm. and frustration because of inaccessibility of reading material and 
knowledgeable or empathetic staff. 

%lother I* 

I had not known what Down's Syndrome meant. We were con* 
tuscd and deeply hurt, mostly because of the doctor's reaction. 

Mtither (; 

Bryan was 5 'a months old when we learned he was Down's Syn* 
drome. It was approKimately 3 wcnrks before Christmas, and being child-like 
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about C*hristmas nusclt. the spit it otChristmaswasin its heights in our home. 
I he ne^s hit like a homh and shattered all ot our C*hristmas spirit and plans. 
My husband and I didnM diseuss it very much at that time, subconsciously he 
didn't believe it and our talking sessions always ended with nothing gained but 
cr>ing and consolmg. ^or a week I walked around in a da/e crying and pray* 
ing tor a miracle that i didnH reallv expect. I tried hard not to question the 
wh>s ot it all but the bitter pill was still hard to swaiiow. The household 
chores were lelt undone and the daily routine ot baby care that had once been 
so pleasant became a painful experience tilled w ith pity, i tried to justily my 
leelings bv keeping him spotless despite his constant spitting up. I was also 
concerned that someone might think I was neglecting him because of his 
condition, i he turning pointcameinmylifeat'terabout 2 weeks. While sitting 
and thinking. **C'hristmas is almost here." I realized that life fur us must con- 
tinue, and as normal as possible. Why be concerned about what people might 
siiy or think when I never had before? i had always loved him, and realized I 
w ould continue to love him. I'he only difference now was that I knew he was 
DownN Svndronie. hut he was still the same Bryan. From that point I no 
longer pravcd that the mountain be removed, but that Ciod would give us 
strength to crmh it. 




Mother II 

Mv very first reaction on hearing of lom being Down's Syn- 
drome was disbelief in fact, it took over 6 months to believe the dturto: s or 
that the chromosome test was correct. 

Mother I 

"Saddened" 

"Scared Stitt*^ 

I- car ot unknown 

Feeling more sorry tor ourselves 



Mother J 

Some way the dcwtor got me to sity. '"You mean the hahy is a 
mongoloid r "!t\ a possihiliti." uas his answer. During the tour months it 
took to get positive viiai^nosis. our feelings lluetuated t'romdisheiiet to possi- 
hilitx. hut never to certaintv. Our immediate eoneersi \%as v%'hat eltcet this 
would have on the two children we already hud aSterall they had been with 
Us lor eleven vearsand nineyears. respectively. Fortunately the doctor did not 
suggest we give the hahy up. He said. "Alter all a bahy is a baby.** So we took 
the baby home and all learned to love him before we knew positively that he 
was l>own\ Syndrome. 

Having a Down's child is an awesome responsibility. Here is a 
child that mav be dependent on you to; the rest of your life so our second con- 
cern was what educational things were being ione with Down\ children to 
help them become usettil adults. We went looking tor i« program that would 
help our babv and us. I here are many things being tried hut information was 
difficult to find. We were able to tlnd a program that suited our needs. 



Mother K 

Shock. I his followed by deep concern for one another., .hus- 
band for wife and wite tor husband. Also, a desire to talk to someone who 
would understand what wc were experiencing. It could not be just anyone. A 
parent of a five-year old 1 >ow n\ boy v isited us at the hospital and proved to be 
our enunional salvation. 

Mother I. 

Shocked. Why us w by our baby frightened. Whocan help us 
what do wedo with our baby. What had weoanetocausethis was it our 
fault w ho can help? Institution foster home our home? Concern about 
hereditary aspects as my old«*r brother is also Down\. 

Mother M 

I can only say they were the blackest days of my life. I kept look- 
ing at our tinv little boy that we waited so long for and 1 wanted it all to go 
awav. One afternoon I was rocking him to sleep and he looked so peaceful 1 
wished I had something to put him to sleep so no one could hurt him ever (at 
that point I was certain I wasera/y). I felt wehad nodirection. noonetoturn 
to. Of course the thing that helps the most is time and there are many wonder- 
lul people oniv ti)o willing to help you and your child. 

Mother N 

Our reaction was shock and disbelief a wish not to believe the 
doctor's diagnosis. .Although our group of pediatricians described the syn- 
drome and the manv characteristics we were still da/ed and had an enormous 
number of doubts and questions. 
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A HccondaiA tcaclu>ti initialK that 1 rccaii was that the term 
"Mnongoioid** seemed to se? up an estrangement between the bahy and me: as 
though he. a mongoloid eould not trulv be ours (a strange reaeiion tor me. 
since I was alrcadv a mother ol an adopted ehild with whom l\\ never tell 
vtranuc oi toreign. Ilc'd aiwa>s belonged) 1 hasten lt>add that thisieelmgot 
not belonging did not oeeur when 1 was %\ ifh the bab\. but only in those ttrst 
da>s we were diseussinu him and his eondition as "mongoloid** as apart trom 
Ihc bab\ as a /mt.wmi. IVrhaps the term "mongoloid" helped tocreale this teel- 
itig. A •'merely" handieapped or retarded or I>o>mi\ Syndrome ehild didn't 
hold (tor me) the same strangeness or separation as did the word mongoloid. 

Mother f> 

I had eertain eonvietions about severely retarded people a long 
time before I had a retarded baby myselt. It is hard lor me to see the value ot 
hunian lite lor someone who can never comprehend it. 1 have always thought 
that man> ol the inmates ol institutions would K- better off if not suffering. 

Alter the birth of my l>own\ Syndrome child. I felt angry at so- 
eiel\ tor toreing me to rear the ehild. I ctnild not put her intoan institution be- 
cause I kne^ it she li\ed. she could develop her potential better at home. In 
this horrible lirsi \ear I kept asking myself over and over: now that I amemo- 
tionalK in\ol\ed w ith the baby, do I still maintain the same convictions? And 
the ansuer is still yes I think as a society, we should reexamine some of our 
moral ethics regarding mental retardation. 




Mother P 

M\ first reaction vas complete hopelessness. As an R.\., I had 
toured institutions and really believed that this was Alex s future* However. I 
couldn't reconcile this normal^looking and acting baby with that future being 
that seemed more animal than human* I pictured myself changing diapers 
w hen he >%as (> or 7^ ha\ ing to feed and dress him for a long time, being embar- 
rassed b\ his looksand beha\iorinpublic(ornevergettingoutofthehouseat 
all). 
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Suhxequent f eetii9K% 
Mother .% 

Vm \ei\ surprised at how ucll he is doing. Still wonder what the 
liiture holds knowing that the easiest time must Nr now . I didn't know any- 
hod\ retarded or Dow n's so had no idea w hat to expeet. Rut he is a person 
and has his own likes and dislikes and a mind ot his own! 

I*alher A 

Didn't realize there was so much Down's Syndrome. Or that Pd 
get so attached to the child. 

Mother B 

1 think the tact thai we had worked with retarded adulf^ before he 
was horn helped us accept him hetter. 

Mother! 

We now believe that some l>own\ Syndrome children ea.i live a 
happ\. prtHluctive lile with proper Une. education and training. However, 
there are man\ factors that complicate and dampen this desire: 

1. I he degree ol retardation 

2. Ilostiliti in the tamily. 

I ack ol neighborhood acceptance. 

4. I motional maturity ot parents. 

5. Xbilitv to handle extra financial burden. 

In most cases "Where there is a will, there is usuall\ a way.*" With 
the help ot (fo</ >ou seem to f ind the extra help you need to endure such a 
situation. 

Mother 1> 

We have discovered that not all Down\ Syndrome children anr 
the same. 1 ike any other child they have a wide range ol abilities and per- 
sonalities. Down's Syndrome children cannot be stereotyped. 

\lother i: 

Dii\ id is now 4 years old and about one year ag«>, ihr necessity ol 
keeping him in perspective ot the total tamily became a realization tome. Asa 
mother. I can't stress this enough for the total well being of the family. I can see 
where it would be \er\ eas\ to o\er-indulge \ourself in this child, but guard 
against it lor his welfare, and that of the rest of the family. We probably 
weren't aware ol this sutlicicntK for the first } years and with our participa* 
tuHi in the tMoject. David consumed hours and hours of my time this oc- 
" 'cut red during the precious and formative pre-school years of our other 2 chil- 
dren. Now when observing disturbing behavior in our children the question 
natunilly arises: How much of an influence was David's handicap and sub* 
sequent Project participation a factor in the development of the other chil* 
dren? On the poMtive side. David adds zest to our lives he has a winning 
smile that can bring sunshine to anv dav . He has an abundance of charm and 
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an iinliintted ahilitv to keep out hotischtild in a >pin hut wc can't imagine lite 
withiHit him anymore. 

Mother 

We teel >he is an espeetalK sueel and lo\ahle child and \ery eager 
to do thmgs. 

Mmher C; 

No\% that Bryan is older other physical prohlems have developed 
making him multiply handicapped. However, our increased knowledge of 
l)o\^n\ Syndrome has enahled us to hettercope with the situation, and as a 
result has helped erase some ot the stereotypes others have had concerning 
|)own*s Syndrome. 

(>l course, we stilt regret the fact our son is not normal, but our in* 
creased love for him makes us even more determined to give him as fulfillinga 
life as possible. 



Mother H 

It is still always on your mind about what is going to happen when 
the child is older will he be able to care for himself as an adult? Will he be 
able to communicate? etc. . . 

Mother I 

Future problems! 

Comparing l)S child to other children! 

l.o\ii.i! her more and more. 

(ii\ir.v* her same opportunities as normal children. 

Seeing possible response and developing as an individual! 

Very pleased! 




Mother J 

A more lovable, pleasant ehild >%ould he dillicult to find. At age 
tHo he responds x^ell to us and everythingaround hitti. We must keep remind- 
ing ourselves that he is retarded and will never be a •'normaP' child. He feeds 
himsell and is in the process of being pc^ttv trained. He does not walk vet but 
gets cvervHhere he \%ants to go by ••swimming." At this age he is like taking 
care of a live doll 

Mother K 

I he sound ot ••mongoloid** eonjured up in our minds the picture of 
something grotesque since our knowledge of the condition was one of hear- 
^av tmlv . \Vc had to rid oui selves of this myth-picture, and it was not hard to 
when handling our lovelv httlebabv. Wenow know that ourehild isslowinall 
ol his grow th. but we also Know that he is indeed a child who has a churm all of 
his own and who had made a definite spot in our family for himself. So. we no 
longer tear the Svndrome, or look upon it as the worst affliction as so many 
might like to have us do. I he picture of our child\ manhotxi is probably the 
haidest loi us Xo accept, for we have seen manv Down's adults whoare fat and 
sluggish and quite without any sparkle. We do not dwell on this, though, for 
we realize that the adults we see are the product of little schooling and social 
contact. Out hopes are much higher tor the future of our child for we have 
confidence in societv\ new. refreshing attitude toward retardation. For now\ 
we cmov our son. dav bv dav. We will alwavs regret that he will be unable to 
entov the fullness ol life, btit realisticallv wc arc dealing with things as they 
arc. making the best ot all that otir child does have going for him. 

Mother I. 

Riggest help is a know ledge of what i)ow n*s is. Very glad we have 
raised Wavne at home. Our greatest concern for him is w hat can we expect 
from our education svstem and how will he fit into the world. i>on*t think of 
him as I )ow n\ so much as just a ehild with a handicap We feel there are many 
tvpes of phvsical and mental handicaps worse than i>own\. Feel fortunate 
that l>own\ can be diagnosed at an early age. 

Mother M 

\ovv that Hobbv is2'> years old. the two words that come to mind 
when I think of him are ••hope" and ••|ove." 

He has taught me both. I know that he will never be normal, but 
we will do our best to make him reach his fullest potential. 

It IS his right as a human being. He has taught us the real meaning 

of lite. 



Mother \ 

lt\ difficult to believe now. } years later that we grieved when 
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\rd\ was horn. I tcci ashamed itl the tact, rmsom that ucdidtrtcclchratcin 
those first teu da\s after his hirth and even after reeeiving the diagnosis. It 
seems that ue were cheated or rohhed of the normal joy that should ha\e ac- 
eompanied those da\s. I'm well aware that Down's Syndrom^* people are 
handieapped or limited and that in itself is no (Kvasion for celebration. But the 
fact that we had given hirt h to a new life an enjoxahle. loving human being 
w hatever his IQ or potential is occasion for great happiness. It we had known 
then what an cnioyahle person he is us well as how much ability he has devel- 
oped, we feel the news of Down's Syndrome would not have been grim. 




Mother O 

Actually I ha\e to admit the situation is not as bad as I antici- 
pated, if one could just li\ e tor the present and not grieve tor the future. Every 
little accomplishment gains in importance with a retarded child, mainly be- 
cause one is never sure it he i^r she w ill be able to do certain skills. We are very 
fortunate to have an active, inquisitive, affectionate little girl. We have re- 
naiiied her Miss Sunshine, because she radiates happiness. I think our family 
is much closer knit because of hei. 

Mother P 

After hav ing met many other parents of retarded children through 
\i \Ri\ I feel almctst lucky. Aie^\ development, though slow, is almost nor- 
mal. I do not have to deal with seizures, hyperactivity* etc. 
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As these statements show, most parems experienced shock and 
grief upon receiving the news that their ;*hild had Down's Syndrome. For- 
tunately, their teelings after li\ing with a Down's child at home for some 
time are. in {ScneraL quite positive. As one views these reports, it is well to keep 
in mind thai these parents have hi*cn participating in IVoject F. D(i R . a 
project in which they and their children receive considerable educational 
stimulation and support that may make them feel more positive than parents 
would feel who have not had this form of support. Ourimpressionjhough.is 
that the project by itself has not made that much difference in their attitudes. 
Rather we think that these parents, as well as those living in Illinois, have 
unusual courage and tenacity. Somehow, they have dipped into their own 
spiritual, emotional and physical resources resources they possess as in- 
di\ iduals and as couples and have made a victory out of a situation that has 
defeated many parents in the past. They made the decision to raise their 
Down's child at home during his early years and appear to have done very 
uell. but not all parents with a newborn Down's child can or should make the 
same decision. As we said earlier, parents should seek an alternative to keep- 
ing their Down s child at home if they cannot accept him or if he presents 
se\ere physical or medical problems that the family rannot cope with. 

At this point, it would seem useful to present a brief overview of 
how persons other than p«ircnts in Project FD(iF react to the news that a 
newborn child has Downs S\ndrome. 

Physicians, grandparents, friends, and clergy sometimes increase 
parents' anxiety by offering naive or ill-chosen advice. In a recent publication' 
KM) parents reported their reactions to being told by physicians that their 
child was Dow n's Syi drome. Of the !00 parents of Down's Syndrome infants 
interviewed. 64 complained that they had been told either too harshly, or with 
little or no explanation. On the other hand, some were pleased with the 
manner in which they had been told the news by physicians. Eleven parents 
felt that although the doctor had been blunt, perhaps even harsh, they had 
wanted the truth and had gotten it: two of these were glad that they had not 
""shopped around" for a !ot of opinions. Five satisfied parents felt that the 
doctor had been neither kind nor haish: he had simply explained what Down's 
Syndrome was. 

Frequently both parents lack basic information about the condi- 
tion, even about its cause. For example, in the same study the majority of 
parents reported that they thought that the baby had Down's Syndrome 
because he had been injured by something that had happened to the mother 
before or during her pregnancy, such as illness(measlesor a severecold).a had 
shiKk (one mother had witnessed a suicide), nervous strain, hard work, a run- 
dow n Condition, menopause. Seven parents said they believed it was caused 
by something the doctor or hospital attendant had done (a forceps baby« or 
treatment for jaundice). Six felt it was caused by "^bad seed" on the mother's 
side: two. by ""bad seed" on the father's side: and three by the father*s ill heahh 
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(war fatigue* goiter). I hesc '^cauHCs** are, of course, misfj^ken impressions 

Clergymen frequently become involved in parents' early reac- 
tions especially as they help (or hinder) the adjustment process. In the same 
study* 12 parents said or implied that their Down's child must have been sent 
by God either as a punishment or as a test of their faith. Clergymen at times 
like these must help parents wrestle with the problems convincing them that 
God does not cause a Down's Syndrome birth in order to punish the parents 
for bad behavior. If this were a sign of God's vengeance why woukl some of the 
most kind and faith-filled women bear a Down*s child? The birth of a Down^s 
Syndrome child can. however strain one's faith almocit to the breaking point. 
In a recent edition of the Atlantic Monthly, a father of a newborn Down's 
child wrote . . I prayed for my child's death, cursing and damning myself as I 
did (p. 61)."*' 

At approximately the same time as the article in the Atlantic 
Monthly was written, parents of a Down's infant admitted to Johns Hop- 
kins Hospital refused permission for routine intestinal surgery, allowing their 
child to expire. When asked by a surgeon for permission to operate* the par- 
ents reportedly replied: ^Why burden society with a Mongolian child? Why 
not let God's will be done? [p. I-A]."^ 

We have not cited the cases in this section to condemn the mo- 
tives of those involved. We are trying to illustrate that some parents have ex- 
tremely low developmental expectations for Down's children. Are these low 
expectations warranted? From what you have read already which was writ- 
ten by parents in the Project you would probably say, **No. the low ex- 
pectations arc ni>t warranted. These parents and their Down's children are 
doing pretty well together" In the remaining portion of this section we will at- 
tempt to show that many commonly accepted a.ssumptions about Down's 
Syndrome, from which spring the low expectations, are partially or in some 
rases entirely false, and that the integration of the Down*s child into his fami- 
ly can he achieved effectively in many instances. 
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( ommimly tirepteil tssumpiions Ahoul ihe development 
oj l}OH'n\ ( MMren 

Assumptions about Down's Syndrome have developed over a 
long period of time. l>o\in\ Syndrome was described mistakenly as a torm of 
eretmism. or lack ot thyroid hormone. b\ Sepuin in IK43. In IK66. in an at- 
tempt to find a relationship between race and mental retardation. J. I.angdon 
Down elassilied a lar^se }!roup ot mentally retarded individuals according to 
their supposed resemblance io Mongolian people, t his is how the syndrome 
received its name. (*urrently everyone agrees that the term *^mongolian idiot** 
unlortunate and obsolete tor the reason that most I>own*s Syndrome chil- 
dren do not tall into the ''idiot*' categorv . showing wide ditterences in ability, 
and are lound in e\er\ race. 1 his leads us into the first ot the assumptions. 

'7>OH*it\ Syndrome children are extremely similar in appearance. 

It has been vxidcK belicxed that Down's Syndrome children are 
extremcK similar in appearance, resembling one another possibly more than 
the\ resemble their jwn normal brothers and sisters. Evidence proves other- 
wise, however showmg that even the diagnosis ol the newborn may present a 
problem.^ h urthermore. older I )ow n\ children do not show consistency in the 
diagn(»stic signs ol the syndrome.^ but reveal a large variety ot signs. 




In an interesting study.*" characteristics of flfty Down's Children 
were cimi pared against a list of 55 characteristics most commonly ascribed to 
the condition such as almond shaping of the eyes, speckling of the iris of the 
exes, flat nas;il bridge, large furrowed tcmgue. hypotonic (floppy) muscles, 
highsirched palate, etc. Results of the study showed that there is wide variabil- 
itx iiiexerx single physical characteristic of Down*s Syndrome as well as in the 
sum total of characteristics in each individual child. T he authors conclude that 
thex agree generallx with the opinion that a great deal of similarity in appear- 
ance exists among Down\ children: howevet , they are convinced that Down's 
children dillcr from one another at least to the same degree that normal chi^ 
dren do and in many respects to a far greater extent. 
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'I'here i% a direct nlathmhip between the physical appearance and the 
IQ of Down\ Syndrome children. 

Simpl\ ctuiinine the tuinihct ol phvsical features that are sup- 
poseJ to he diagtiostic and then tryint* to prediet a ehild\ IQ score has not 
hcen uselul/ ^ luctors other than the sheer numherol physical signs appear to 
he tar more important in determining the childN ultimate development. One 
of theso tnorc important laeiors seems to he the stimulation c|uality of the 
child's lamiK 

'"Down's Syndrome children are uniformly slow in their accomplishments. " 

in ihesiudx ol 5tM>o\%n\ S\ndrome individuals prexiously men- 
tioned.' the authors louiid great \ariahilit\ with respect to the age at which 
\arious developmental '"milestones** were passed. Kor example^ some Down's 
children did not raise their heads until the age of twoand one-half years while 
others did so at two months of age. While some did not walk until they were 
' three, lour and e\en lour and one-half years, others hegan to walk at the age 
ot one. looth eruption also showed great variahility: some had their first 
tooth as early as five to six months of age. w hile some were delayed in the erup- 
tion of a tooth until two years of age. Language development showed the 
greatest %ariahility: Words were spoken as early as one year of age and as late 
as six years of age. 

".-!// i}own\ Syndrome children have very low IQ's/" 

Of all the commonly accepted assumptions about Down's Syn- 
drome, this one is prohably the most in error. While it is certainly true that 
almost all l)own\ individuals have IQ scores which fall into the retarded 
range, the range wiihin the group is very great. .And. as we said earlier, 
most Down\ children have IQ scores in the moderate range* not in the 
severe or profound range of functioning. 

Research Related to Prevention and Treatment of Down's Syndrome 

Since ISK6. when J. l angdon Down described a set of charac- 
teristics which were later to be called Down's Syndrome* researchers have 
sought to ptcviMM. treat and cure Down's Syndrome. Recently, a special 
conference sponsored hv the National .Association for Retarded Citizens 
and the \ational Institute for Child Heahh and Human IX*velopmcnt 
brought the research findings up to date. Some of the content for this 
section comes Irom that special conference. 

Research Into the ( ause of Down\ Syndrome'^ 

Many factors have been proposed as causes for Down's Syn- 
drome. One of the first was a theory which sought to link Down's Syndrome to 
another racial group ( Mongolian) or to a more primitive racial type. There are 
no data ii^ support this theory. 

Maternal age has been linked to Down'^ Syndrome and. of 
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course, it is ucll cstahlishcd tliat ihc incidcncv ol l)o>%n\ Syndrome increaseN 
as mothers grou older. In proven theories ad\;Miccd lor this ha\e been: 
exhaustion hy many pregnancies, hypo- and hyper-th\roidism in the 
mother, maternal emotional iactors. and inadet|uate transfer oi Vitamin A 
from mother to the developing Ictus. 

Other researchers ha\e tried without success to link i)o\\n\ Syn- 
drome to familial factors such as alcoholism, syphilis. I B. or a background of 
mental illness. 

Still other researchers ha\e attempted to link hovn\ Syndrome 
to some characteristic ol the developing fetus such as an immature or over- 
aged ovum, arrested fetal development, hypo- or hyper-thyroidism« or 
adrenal or pituitary dellcicncy. 

And. some have tried to link it to genetic change. One genetic 
change, namely a chromosomal abnormality is. of course, present in Down's 
Syndrome, but. researchers have not yet determined why the chromosomal 
abnormalitx occurs in the first place. 

\t the present time, medical techniques for preventing or curing 
the chromosome abnormality have not been successful but research goes on at 
an e\er increasing pace in hope of a breakthrough. 




( iirrcntly it is possible to look at the cells of a developing fetus 
during the lourth or fifth month b\ taking a sample ofamniotic fluid from the 
mother's womb. I he developing fetus sheds cells into the amniotic fluid which 
can be drawn out and analyzed at virtually no risk to the fetus. Once the cells 
have been withdrawn and cultured, they can be examined and the 
chromosome abnormality, it present, can be positi\elv identified. 
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( hemital irtalmeni of />#iH*#tS Syndrome. 

(H»T the years a number ot chemicals, vitamins, en/ymes. 
minerals and other agents have been given to DownN Syndrome children as 
ti eattnent. One ot the most popular in recent years has been a chemical known 
as 5-hydro\ytrypiophan (5-HTPK which is converted to 5-hydroxytrypt- 
amine (known also as serotonin) in the body. In the l>own*H Syndrome child, 
the level of serotonin is usually very low. This low level often results in poor 
muscle tone. Therefore* some researchers have speculated that if the chemical 
were replaced in the child*s body his muscle tone and possibly his other 
developmental signs might improve. 

A few years ago. a researcher published an article in which she 
showed that the administration of S-HTP could improve muscle tone in 
l>oun\ Syndrome children." Howe\er. in later studies she found that 
t>ow nN children who recei\cd 5-H I P actually had poorer muscle tone at the 
time of measurement than children who had not received the chemical at all. 
She and other researchers concluded that 5-H'l P is noteffectiw in improving 
muscle tone or IQ score. Furthermore, there were harmful side effects 
found in some l>own\ Syndrome children who received fairly high dosages 
of the chemical. Fortunately, she found that these side efTects could be 
minimized or eliminated by reducing the amount of 5-HTP. 

hdueatioMt Research with l}own\ Syndrome Individuals 

In beginning to examine the educational research one might ask. 
"^Does a better educational environment produce better achievement in the 
Down's Syndrome childT Relative to this question, it is now well- 
documented that children with Down's Syndrome who have been placed in 
inadequate institutions generally do more poorly on all measures of develop- 
ment than Down's children reared at home with their own families.'^ 
Therefore, parents should examine a residential setting or foster home with 
great care if they decide that they must place their Down's child outside their 
own home. 

Another way of looking at the question of whether or not Down's 
Syndrome children pront from good educational stimulation at home is to 
look at two case histories. The first is that of Nigel Hunt«a Down's Syndrome 
individual raised in Great Britain. Nigel's parents spent a great deal of time 
s imulating his language development and providing him with educational 
experiences. H is mother spent many hours teaching him to read by employing 
phonic instruction and his lather, an educator, took him on numerous trips. 
\ igcl became a \ ei y good reader a nd in fact, typed the manuscript for his own 
book, an autobiography. A second Down's individual. Paul Scott, also re- 
cei\ed a great deal of educational stimulation at home and also became a good 
reader .md t\ pist. 1 bus. at least based on these twocases. educational stimula- 
tion appears to be \ery helpful to Down's Syndrome children. 

turning nou to educational research with Down's individuals, 
one author'^ compared the development of institutionalized Down's Syn- 
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drome children with home-reared Down's Syndrome children at five, six, and 
eight years ot age. F ive-year results ot the study showed th? home-reareJ 
children to ha\e hetter mental and s' cial developmental quotients than the 
institution-reared group* Between ue Five and six-year tests« an intensive 
language stimulation program was provided for the institutionalised group. 
Results ot the six-year comparison showed definite increases in the scores 
among the institutionalized children. At that time the home-reared group was 
still significantly superior on the social scale, but not on the mental and motor 
measures. At the eight-year comparison, the mental and motor scores were 
essentialK identical for the two groups. I he social scores* however^coniiniied 
to ta\ or ihe home-reared group. 

Language stimulation has been of concern to several in- 
vestigators. One study*"^ described an early training program for Down^s 
children. ith emphasis on language stimulation and on learning through the 
senses. Children were also involved in a muscular development program* 
After approximately three years of educational stimulation, a group receiving 
the stimulation was significantly advanced on almost all of the measures. The 
author ccmcluded that early education benefits Down's Syndrome children 
not only in the development of language skills^ but in mui^ular development 
as well. 

In the state of Washington, several investigators are studying the 
effects of behavior modification techniques on the development of language in 
young Down's Syndrome children. <^ This program accepts Down's children 
in early infancy and provides a wide variety of learning experiences for them 
until they're through kindergarten. Results so far are quite encouraging. 



Having talked about IQ scores. v%e should define v% hat IQ is and. 
bevoiul ihai. v\h;ii ihe term, "menial retardation/* means since the IQ score is 
part ol ihai dclinilion. 




I he icrnis ^'i nicl licence * and score** are often used as if ihcy 
ha\e the same meaning. Not at all. The IQ score is ohtained from an IQ te.st. 
(A common one for children is the Wechsler Intelligence Scale for Children 
[\VISt'|.) I he IQ lost is a scries of tasks such as objeci naming, pu/zlc 
assemhhng. inlormation gi\ing. and number repeating from which a scoa» is 
obtained. Si^ores from these tasks are totaled and con\erted to an IQ score 
by referringtoa set of tables ina test manual, it is common practice^ once the 
IQ score is obtained, to call that test result "intelligence.'' This priKedure is 
not entirely correct though because intelligence is really the individuaPn 
sum total i>f abilities to live happily and prixiuctively with himself and others. 
No one^hour test can possibly measure even a fraction of a person's intelli* 
gence since most tasks in the test are not sampled from real life situations, 
and the amount of K'ha\ ior sampled is so minute. Should we ignore IQ xc%X% 
then? No. I'hey arc useful, //mi/ abused, for predicting in a general way 
how well a child will advance in school tasks. They will be of limited use, 
howc\er. in predicting his school adjustment, his feelings of self*worth« 
\(Kational piUentiaL and his desire to achieve qualities that will be fai 
more impi>rtant to him as an adult than his IQ score. 

I ct us \\o\i sec hou IQ lits mti> the term, '^mental retardation/' 

Uhaii\ Mmial ReiardalhmT 

The most widely accepted deflnition comes from the American 
Association on Mental Deficiency which describes mental retardation as 
signitlcantly "subaverage general intellectual functioning existing concur* 
rently with deficits in adaptive behavior and manifested during the 
developmental period [p. T]/'"" Explicit in this definition is the requirement 
that no person should be labeled "mentally retaided" on the basin of an IQ 
score alone. I o be called mentally retarded a person must have hoth an IQ 
score m the range of mental retardation (generally an IQscore of less than 70) 
;ind also he significantK impaired in adaptive behavior (impaired in matura^ 
tion. and or learning and or social adjustment). In less technical teims. the 
mentalK retarded person isone u hoe.xperiences unusual difficulty in learning 
and. particularK. in adequately applying whatever he has learned to the prob* 
Icms ol c\cr\ilti\ living. 

Ilnw Many Reianled Persons tre There in The t nited Stales? 

It Is estimated tliat there arc abtuit six million mentalK retarded 
persons in the I nited Statcs(.V ; of the population). By I9K(). natural popula- 
tion grout h IS expected to increase the total number of retarded persons to 
about se\cn million. 

Of th< six million retarded individuals, most have IQ scores m 
the mild range ot retardation (IQ score SS-69)« many have IQ scores in the 
moderate range of retardation (IQ score 40-54). and a few have IQ sconrs 
in the severe (IQ score 25-39) and profound (IQ score under 25) ranges of 
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retardation. As we siiid earlier, most l>own*s children have IQHCores in the 
miHlerate range (IQ scoa' MUS4) ot retardation. 

\houi 7.(MK) Down's Sxndromc children are born in the rniied 
States each >car 0\ all the !\pe^ *>! congenital mental retardation, it is among 
the most comnum. 
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Ihe />OM7t \ ( Mid in Ht\ t amity 

Neu parents (Wa l>(mn\childha\eat least two questions to wres* 
tie with: (a) shall we take our child home or should we seek immediate in* 
stitutional or foster home placement for him. and ( h) if we take him home how 
will he affect our hushand-wife relationship and our relationship with our 
other children? 

Couples in Project FlXiP decided to keep their l)own\ children 
at home during their children's early years As we said earlier, not all parents 
ut Down\ children can make the same decision. 

It\ onl\ fair to point out that our bias tavors keeping the Down's 
child in his own family during ihe early years unless he presents severe 
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management or medical pioMeniv oi cannot he accepted by his parents. This 
hias IS shared hv the World Health Organization. 

In l«)54. the World Health Orgiini/ation (WHO), published a 
monograph. Itw Xh^nialli Suhntirmal i hiU/, in which some forward-looking 
principles were outlined.'^ Kegarduig the decision which must follow im* 
mediatcK after the diagnosis ot Down's Sviidrome is made. W'HO members 
said: 

I he committee was of the opinion that, in coming to the decision to 
recommend institutional placement, three aspects should he considered: 
the actual condition of the child: the mental health of the family^ the 
competence of the mother, and the possible effect on the family of retain- 
ing a subnormal child in its midst; and the living conditions and financial 
circumstances of the lamilv. 

I he committee docs not look with fa\ouron the growing practic*e of very 
earU instrutionali/ation. In many instances the parents are advised not 
to take tiic child home from the maternity hospital, a decision which 
constitutes a real hazard to the mental health of the family unit. It must be 
remembered that parents make a heavv emotional investment in all 
pregnancies and uhen an abnormality occurs they in%ariably experience 
Icclings ol guilt. I he immediate admission of the infant to an institution 
not onlv tails to relie\e the stress but may even intensify it. The placement 
is likeU *o be interpreted by the troublc*d parents as a confirmation of 
their own teelings of guilt and un irrev(K*ablt! rejection of the child. No 
institution can provide an adequate substitute for the essential emotional 
interaction between parents and child, and thisopportunity for interplay 
is of paramount importance in the case of the handicappt*d child w hose 
parents can only slowly e\olve a realistic and constructive attitude 
' towards the situation. As a matter of fact, there are many instances of 
defecti\e children being accepted by and thriving with their families. It 
can be denied categorically that all such infants should be institutional 
ized at once. In each instance the decision concerning the proper time for 
such placement must be made on the basis of the psychological needs of 
each indi\idual lamily constellation [ p. 56-57]. 

I he adjustment (or maladjustment) of brothers and sisters begins 
in the carlv reaction of their parents. If parents are not filled with hostility, 
tear guilt and ignorance, the Dow n s infant's chances of being accepted by 
brother* and sisters are good. Once the initial adjustment hurdle is overcome 
successfully. howe\er. brothers and sisters will be faced with additional 
problems, some ot w hich are external to t he home. As one author ''^ points out. 
brothers and sisters cannot escape the unkind words of thoughtless peers or 
expressions of pity w hich make them feel awkward, nor can they easily handle 
their sense of disappointment when friends boasi f^fthe achievements of nor- 
mal brothers and sisters, or theii feelings oremba;rassment at large family af* 
fairs where they feel stigmatized hy association with their retarded brother or 
sister 
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Margaict Vlains'^ presents some inlormution about the adjuss- 
inent ol brothers and sisters that ue think may be especially iiseliil. 

Her first ptnnt is that mental retardation has to be\ie>%ed asa *'to- 
tal lamiK handicap" because of its adverse social consequences. It the pres- 
sures ot caring tor a handicapped child i«\er\shelm the normal needs ot other 
children m the laniilv. there is leal dan(!cr that their development will become 
blighted bv emotional neglects distiirted tamilv roles and relationships, and 
curtailed opportunity lor socuil contact. As a result, they may grow up dis* 
abled in their capacitv tor selt-tultillment. 

Second, tostering the development of the normal children in the 
tamilv is valuable in neutralizing the leelings ol disappointment that parents 
e\pcrience through having a |)own\ Syndrome oltspring. Normal, healthy 
children contribute to the parents* teelingol well-being and thus also help ere* 
ate an emotionalK stable tamilv env ironment tor the retarded child. In a nut- 
shell, it the whole tamilv teels and acts positively, both the l)own\ child and 
his lamilv will benetit. (imversely. ot course, it the whole family teels and acts 
negativelv. thev and the l>own\ child will all begreatlydiminished in their to- 
tal development. 




I bird, there is evidence that hav ing a retarded brother or sister is 
an esperience that most normal children can adjust to without too much 
stress, although thev do encounter dittlculties that rtniiiire special under- 
standing. In this reg;ird. Adams reports that pre-adolescent and teenage chil- 
dren generallv show a tairlv high degree ot constructive acceptance toward 
their retarded brother or sister. 

Adams goes on in her article to analyze the problems brothers and 
sisters ot a retarded child tace at various ages. We think the analyses are inter- 
esting and helptui and otter them to you for your consideration. 
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In ihc preschool period* liiMurbances ol ihe parent^^hiSd tela* 
tionship. and resulting mishandling, are the major ha/ards that the normal 
brother or sister lacvs. Hecaiisc ol pressure^ on them to meci the needs ofthc 
retarded chilu. parents ma\ unintentionatK eicglect the normal child. I he nor* 
mal child may react to this treatment by reducing his oh n demands on t hv par- 
ents who may accept this helpful behavior with relief* tailing to understand the 
psychological consequences to the normal child when he suppresses his own 
needs. On the other hand* the normal child may p^^otest the parents' seeming 
over-indulgence ol the retarded child. This results in parents feeling over- 
whelmed by too many problems so that they perceive the normal child's be- 
havior as a deliberate aggravation rather than a normal reaction for a pre- 
schiHtl child. 

Harty Schtml 

During the early school period* the normal five-year*old is faced 
with thr usual dilficulties of school adjustment and separation from home. At 
this transitional stage* the presence of a handicapped brother or sister mayad- 
versely affect the normal child's self-image* making him wonder about the 
cause of the damage* why he hasescaped. whether he will remain immune.and 
w hy the handicap has not occurred in other families. At a deeper psychologi- 
cal level* there is the possibiliiy that the normal child will experience guilt feel- 
ings at being whole and anxiety that his^bad thoiigiits" about his brother 
might have caused the handicap. Parents need to draw these feelings out and 
deal with them in a gentle, factual manner. 

hiemeniary 

During the elementary years, the normal child must balance an 
increasing social life i>utside the family with his responsibilities: to the family. 
A recurring problem is that of how much the normal child is expected to share 
in the responsibility for care ol the Down'schild who often presents some hin- 
drance to the normal child* mishandling personal possessions^ interrupting 
homework sessions, anu disrupting social sessions with the normal child's 
friends. Parents uill need to lead the way in establishing reasonably equitable 
routine household task assignments tor all children in the family. 

Adote%cenve 

I he adolescent period presents special problems lor a normal 
child, t hough there may Iht no known hereditary factor caiising the retarda- 
tion associated with Downs Syndrome in a given family, the fact that a hand- 
icapped child has been born to his parents inevitabh; casts some doubt on the 
teenager's feelings about his own capacity for healthy parenthood. It is par- 
ticularly important, therefore* that teenagers receive accurate and complete 
information about the causes of mental retardation. The frequent complaint 
b> teenagers that a retarded child at home makes it difficult for them when 
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the>*re dating woiilJ K- allcvutcii it luul .1 l.ictual c\pi.iii.i!i«M) tii 
to their dates. Also, this umild help 10 dispel ihc unloi lunate .ium ol 
mysterx' that persists about retardation 

We shall elosc this seetu'i^ h\ eivine v'xaniples ol patents in 
INojcel MXil teel then ehikl m\c<\\\ tlK'i; h'.;-f\tiul wile !el:i?:onship. 
the lives ol then other ehildien. and neii^hhots 

We asked the |H sets c>t Minnesota parents in Prv^jecl l-IKil* to 
respond to three questicMts; (h What ellect has \our l)o\in\ child had on 
\our hushand-v^ile relationship? (2) What ellect has he had on your other 
children? {h What effect has he had on vour neighborhood? At the time 
of their responses, which were anonymous, their Down's children were be- 
tween the ages of 18 months and 4 years. Sixteen of the 18 sets of parents 
responded . We have selected a few of their responses for illustiative purposes. 

t ffiTi of a l}oH'rt\ ( hild on ihe Husimnd-lt ife Ketaiion%hip 

Most of the patents leportcd that, in geneial. their l)own\ child 
had a positive ettcet mi then husbaiid-viile relationship though there were 
sonic dillietiltieN lot most to o\ercoiiic: 

"We feel that our Down's child has strengthened our relationship with 
each 01 her and our children, although it has dampened our desire to have 
more children. Wefind it necessaryto pick our baby sitters withcareasa 
2^-month-o|d Down's child can be extremely inquisitive, temperamental 
and exhausting.*' 

'Mh the beginning we clung together and then we drifted apart. Always 
Dick was stronger than mvsclf. Now we probably arecloserthan wecver 
wercinour 12 vears of marriage. I have a respect for Dick I neverthought 
possible. I had to learn how to drive, which means a change in our life'^ 
stvle. Change can be tor the good too.'* 

I he Down's child does produce some strain on the husband*wife 
relationship* 

*'lt has iindoubtediv added some stress. W^e would not be honest if we 
didn't sav soOur son rec|uires more supervision and more training than a 
normal child does. I he mother, upon whom so much of the chitd-t raining 
falls, must be careful not to become exclusively wrapped up in the child 
and put husband aside I he husband must be understanding of the time 
that isabsoluteK needed tocarrv out the day's doings with the child, too. 
W ith understanding, it can be worked ou\. Our dream of our future was 
momenta rilv shattered b\ 4Uir child's birth, for we had grandiose plans 
about world travel. W e thought that all dreams of our golden years were 
ended Now we view it entirel> differcntlv. Wefecl it is unfairtoourchild 
and to ourselves to make us all totally interdependent upon one another. 
I orourch^'d'ssake. we willallow him to be as independent as possible. . . 
a shelter ec > ^rksht^p and a group home iacilit v it possible. We have seen 
:oo manv white^haircd and sad-faced parents accompanied by equally 
sad-taccd ictarded adults to think that it is a necessarv part of the Syn- 



drome. However, m lairness to those people just described, they had 
recourse to so little in the way ot training -ind guidance that they had no 
choice but to be burdened. Our activities have been super-saturated in the 
field of tetardation since our child's birth.and we are finding out that it is 
not good to gi\e up interests that one enjc vs to dwell exclusively on one 
thing. We do not regret the time spent learningand givingand doing« hut 
we do regret our neglect of some of our friends for whom we have had 
neither time nor energy."" 

A mother whose Down's son has chronic and severe arthritis 

reports: 

'•Our marital relationship had always been gocnJ. However, we just took 
each other for granted, t hings seemed to work out without our really 
trying. I .ike all people we thought we had problems, but looking back we 
realize the things we considered problems were not problems at all. Our 
Down's son being stricken with Rheumatoid Arthritis, and giving us 
many sleepless nights, found us leaning moreand more on each other. As 
a result, we became more considerate and much more appreciative of 
each other. Our communication developed intensely. There was so much 
to talk about, so many plans and decisions to be made, and yet so many 
problems to face. Rut our son. this long awaited child, which we so deeply 
lo\e has gi\en us a bond of stren^^sth that we think will help us tackle and 
conquer whatever may befall us." 

Hffeci of a t)own\ ( MM on Brothers and Sisters 

As was the case with the husband-wife relationship, almost all 
parents felt that their Down's child had had a positive effect on their other 
children, though in some cases there were problems: 

"^\one of our children's friendship patterns have been affected to our 
know ledge. Young people are open about almost all abnormalities, and 
so when friends come to our home, they delight in playing with our 
Dow n's child* They openly ask questions about his condition and then 
proceed as though nothing were wrong. It's wonderful. Our children love 
their Down's Syndrome brother very* much, and in order to keep it this 
w ay we try not to overburden ?hem w ith his care* Sometimes we purpose- 
ly hire a babysitter to free the others if we are going to be away for an 
evening, even though our children *are old enough to baby sit. The 
children do find their brother a nuisance on occasion, for which wedon*t 
blame them. He is a terror sometimes, and gets into their prized 
possessions. We find that we must be careful to give equal attention to all 
of the children in our family and not let the needs of ne take precedence 
always. ( A computer would be helpful sometimes ir curing this out ... it 
is harrowing to figure out where you should be if .^veral people in the 
f amily need you at the same time.) We have tried to istill in the children 
the idea that whatever we invest in their Down's Synurome brother now 
will reap benefits when they're all grown ... he will not be considered a 
burden but a brother to love when he is grown. We do not ever want our 



other children to think that they must i< respcmsihie for their retarded 
brother uhen he is gruun and we are no more/' 

illder children may perhaps have an easier time adjusting to a 
|)oun\ intant than brothers or sisters close in age to the new DownN child: 
•'Both oi our children are teenagers. I hey have had a wonderful attitude 
touard the hahy. I think the fact that their little sister is retarded and may 
need their help tor a long time has had positive effects on the kids. They 
are more sensitive toward suffering and toward handicaps. So far I could 
unl> cite positi\e attitude." 

Parents must exercise care to see that their normal children get 
their lair share of attention: 

I he onK effect I can see in our eight-year old daughter caused by our 
Down's s(>n« is that she demands more attention. She was an only child 
tor f i\e years, and w ith her brother receiving a much larger percentage of 
attention* this is understandable. She seems to love her brother dearly. 
She d(H.'s not care to have him live in any home other than our own. She 
does not seem embarrassed by his physical features or limitations, but 
find oy in any small accomplishment or hearty laugh. She docs not 
hesitate in telling friends her brother is retarded, and eagerly shows his 
pictures at home and school. Her friends seem to accept Bryan as she 
does. We do. howe\er. lr> very hard to keep her brother's retardation and 
physical condition from hindering her mental growth and exposure.*' 

Acceptance from the extended family is especially welcome: 
''He is accepted by every member of our family including grandparents, 
aunts, unci, .ind cousins a much easier acceptance than I would liave 
belie\ed possible 

Acvepianee in \eighhorhood 

As with the other two areas of acceptance, most Minnesota 
parents oi Down's children in Project FIKIF report that neighbors generally 
are quite supportt\e: 

"Our neighbors ha\e been interested and supportive from the beginning. 
I hey ha\e showed a continuing interest in Andy and his progress, rhcy 
inquire about him otten and are sometimes surprised by what he can do 
how normally he beha\es. Ii\es and plays but theyVe always 
pleased. Other children in the neighborhcmd especially his brother\ 
tricnds (ages f>-K) pla> \^ith him often. I hree children cliwer to his own 
age (.^-4) come iHrcasionally too. At this stage at least thev don't seem 
to see \nd> as diflerent from an> other child. His speech is slow but 
they don*t seem to have much trouble in understanding what he says in 
words or gestures. He knows hem to play and they enjoy each other.** 

Neighborhood children can be very important to the l)own*s 
child's adjustmem: 

'Ml he\ outside, he's welcomed into the group of kids like anyone else and 
ostracized it he diK^s something they don*t like, like anyone else. I do feel 
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this could he a pn>blcin in ii : Uitiir. thoutth. The adult neighbors 
seemed curious and some e\en a lillle :? 'd ol him at lirst. One neighbor 
took the opportunity to come o\er nvMher neighbor ^as babysit- 

ting. She seemed ama/ed that he wasn v>n e sort ol monster and now is 
accepting and interested in him." 

"I he neighborhood children ha\e a protecti\e attitude and are most 
helptui \%hen he escapes Irom thetenced yard. I hev sometimes take time 
to plav a lew minutes with him and are as delighted with his accom- 
plishments and language development as we are/' 
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.1. Matgaict lliunihin. IVdiatriciun 

Ihe ordinary principles of health care apply lo children with 
|>oun\ Syndrome no less than to normal children. In fact« such routines as 
immunisations arc probably more important because ol the innate suscep- 
tibilitN ol children with I>own\ Syndrome to infectious diseases. Your baby 
should receive regular immunizations at the normal time, though it may takea 
little longer to complete the series it your child has frequent upper respiratory 
infections. 

In this section topics that are particularly applicable to Down\ 
Syndrome are mentioned. At :he end of the booklet there are some references 
for lurther reading about child care and suggestions for handling problems 
that apply to retarded children in general not Down's Syndrome in particu- 
lar problems such a> discipline and toilct*training. 

Haihint: 

While following your normal child care routines* bear in mind 
that your bahy\ muscle tone is likely to be poorer than that of a normal baby,, 
so that he tends to be limp. This may make you uneasy when handling him in 
the bathtub so that you may prefer for a while at least, to bathe him on a tow* 
el using a soft wash cloth or sponge and not put him in the waterat all. This is 
perfectly s;itislactory . Many young babiesdo not like to be ina bathtuband in 
the early months it isunlikely that he willbegoinganywherctoget ver\ dirty. 

Skin ( are 

\s \ our child gets older the pniblcm ol dry skin often arises. 1 his 
ma\ be a pioblcm all \ear nuind but is generally aggravated in winter when 
chapped laces and lips are common, and the skin of the arms and legs often 
feels very rough. I he drying effect of soap and water can make this worse so 
we recommend using as little soap as possible. If soap is absolutely necessary 
use a superfatted preparation. Regular use of skin cream to keep his skin as 
S4>lt as possible will help to prevent the skin from cracking. Vaseline or lip 
saKe will help chapped lips. If the chapped skin problem becomes very ex- 
treme \<uir diKior max need \o prescribe special medication \o help clear it up. 

\ special diet is not gcneially considered t4i be necessary tor a ba- 
by with DounS Syndrome. Ihe feeding ad\ ice contained in any sensible baby 
care book i> applicable to \our baby. I here are several points to remember, 
however I rrst. your baby may be slowertofeed. taking longcrtofinishthana 
normal baby, thus requiring extra patience on your part. Though it may be 
tempting at times please do not prop the bottle and leave your Iviby unat- 
tended u hile y«>«i do something else. It is too easy lor the baby to inhale some 
4it the milk into the lungs causing w hat could be a very severe problem. Fur- 
thermore, it has been shown that babies who lie flat when drinking a^bottlcarc 
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more likely to have milk enter the middk; ear from the throat, which mavbe.i 
responsihie factor In recurrent hearing prohlems. Apart from this a propped 
hottle is a very unstimulating. impersonal way to be fed. 

Pat ience is also needed when you start to give solids from a spoon. 
The tongue and mouth action required to swallow solids taken from a spoon is 
dilterent from that when swallowing liquid from a nipple. If the food is put too 
close lo the tip ol the tongue the normal tongue action may push the food out 
ol the mouth: on the other hand if placed too far back the baby may ga'^. 
l earning the idiosyncrasies of your baby in this regard takes time. 

Children with Down's Syndrome frequently are too fat. Whether 
this is simpK a matter of too much food or too little e.xercise or is due to a more 
complicated metabolic upset is not clear. However, obesity should be avoided 
by not encouraging high calorie snacks and b\ settinga limit to the amount of 
carbohydrates (starchy foods) that are given. 

Constipation is sometimes a problem which can usually be han- 
dled satisfactorily by such dietary manipulation as increasing the amount of 
water given and giving more fruits and roughage. 

Normal babies generally begin to chew by nine months of age so 
that by this time they can manage foods containing more lumps than are pres- 
ent in strained baby foods. Children with Down's Syndrome learn to chew 
later and therefore, arc likely not to be able to manage lumpy foods before one 
year of age. I bis varies w ith the individual child however. Do not fall into the 
t rap of infuntili/ing your child and permitting him to continue to take strained 
fw»ds after he is able to learn to manage lumpy foods. Once a child's develofv 
mem hns reached the point u here chew ing is possible it must be encouraged. 

Medical Prohlems Associated with Down's Syndrome 

Naturally a child with Down's Syndrome may have anV of the 
medical and management problems that a normal baby may have, but there 
are some problems found more commonly in children with Down's Syn- 
drome. In their early months many Down's .Syndrome infants have a stuffy 
nose causing noisy bre (thing. The nasal passages are small and so are more * 
easily blocked, (ienerally this is not a major medical problem but more of a 
nui.sance (unless the nose is totally blocked, at which time feeding difficulties 
will result). 

Frequent upper respiratory infections are a common problem* as 
is pneumonia. Many children with Down s Syndrome are unusually suscepti- 
ble to such infections, and beyond normal common sense measures you can- 
not prevent such occurrences. Making sure there is enough humidity in your 
house will help greatly in warding oft'and alleviating upper respirator)* infec- 
tions. Man\ families, especially in the dry Northern winters, find that an or- 
dinary humiJifuTdoes not provide enough moisture and run a cool vaporizer 
in the child\ room constantly during the winter 

Some infants with DownN Syndrome are ^'spitty." They spit up a 
mouthful or two or even more after every meal so that their mothers are at 
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then uiK* etui uiiti ilu* ioiistant ininoi* mess. Often no cause can he ftnind: 
perhaps itKH»ouliiKition ol the s\\ allow inu muscles is responsible, hut you may 
he reassured that it will likely pass and that eventually, generally by two years 
ol age. \our child w^ll grow out ot it. 

true \omiting is dilterent from spitting ot course and always 
needs \o he looked into more thoroughlv U%r a cau^^e. In the newborn period 
vomitmg mav he a sign ot blockage ol t he duodenum ( piiri ot I he small howelK 
which requires surgical treatment. 1 his condition, though quite rare, is more 
common m babies with |)own\ Syndrtime than in others. 

C ongenital heart disease is quite common and varies in severity 
Iroin a sxmptnmless heart murmurtoa severe malformation ot the heart lead- 
ing to an earl\ death. I he most common type of heart defect is a "hole in the 
heart" between the ventricles (chambers of the heart). Often, the heart mur- 
mur mav no* be heard in the early days hut becomes apparent later, (icnenilly 
speaking. if your doctor has not heard a murmur by four months, it is unlike- 
Iv that one will show up later. 

Acute leukemia is a very rare childhood disease that, while still a 
rare condition, occurs more often in children with Down's Synarome for rea- 
sons that are not clearly understood. 




Stimulating Development 

Affectionate rubbing, handling, positioning and talking re6eived 
from a nu>ihering adult arc essential to every infant's development. 

lecture a mother holding an infant on her shoulder, rubbing his 
buck, talking to him. and walking about the room with him. Is she stimulat- 
ing his language development through talking to him. his social development 
by rubbing his back and talking to him. or his muscular development by car- 
rv ing him about and changing his position constantly? The answer of course is 
that she is stimulating language, muscular and social development all at the 
same iinu\ Nevertheless, tor the purpose of taking a close look at each of these 
crucial stimulation tactors. we will examine them separately. 
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I AN(;iiA(il STIMl^l ATION 
FOR I HI DOWVS SYNDROME CHILD 

Judith M. VVolt. I anguagc I hcrapist 

Language can he thought of as having two important parts: re- 
ceptive and expressive. 

Receptive language means understanding or comprehension of 
words the child hear%. Psychologists often refer to receptive language as in- 
put* or the ahility tft decode. We can't hear the child use his receptive lan- 
guage« hut we can see it in action. Evcrv time a child responds correctly to vcr* 
bal instruction, or completes a command, we observe that he has receptive 
language. Receptive language learning begins at birth and continues through- 
out a person's lifetime. All of us have more receptive language than func- 
tional expressive language. 

Fxpressive language is the speech part of language. It is some- 
times called production, output, or encoding. It's the part of language we can 
hear (and sometimes see. as when we use gestural language). 

All language can be thought of in terms of phonology* (speech 
sounds), syntax ( word order, w hat we used to call "grammar"), and semantics 
(word meaning). Speech sounds are only a vers small part of what weare call- 
ing language, l anguage is a total system of receiving* undcrstandingand pro- 
diiciriu rneaningini svmhols. 

H hai .tre I he lumlions of l.anguageT 

l anguage has two interrelated major functions: communication 
and thought. Interpersonal communication is essential to the emotional and 
social development ol the child. Heing able to express ideas and verbali/e feel- 
ings enables the child ti> handle his day-to-day problems. 

I he seciMid major function of language concerns its relationship 
to intellectual development. Our society places a pa*mium on academic skills 
such as readini! and mathematics intellectual achievements which are im- 
portant m order to express thoughts and solve problems. Language is very 
much a part o\ academic skills. 

How l>o M e I. earn Language? 

I anguagc appears to he learned in a n orderly, jndj viduaJ. s^tcf -h>, - 
step manner. I anguagc learning is dependent upon an interaction between the 
child's abilitv to learn and a responsive, stimulating environment. The impor- 
tant thing to remember is that language is learned through interaction with the 
environment. I he child is active in his uorld. listening, organizing, and care- 
fully structuring a little working language system of his own. As he grows, he 
will ""match" his system with the adult model in his environment, and slowly 
begin to approach the adult language system of his culture. 

How Do Down's Syndrome ( hildren Learn Language? 

.Miidies ol the development ot grammatical rules in Dcmn\chil- 
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drcn reveal that, iitst as utth normal children. the\ are ahle to express a 
sentence or phrase onl> alter the\ have understood the language.*** 

In our work uith i)o>vn\ children in Project riHil*. we have 
tiuind that varii^us tvpes (H words develop in the child's understanding at dif* 
lering levels. We have studied this development through the use ol a picture 
test Down's and normal children are asked to point to photographs ol com^ 
mon ohiects and tovs to show that they understand labels and concepts. 

Prelmiinarv findings indicate that two. three, and lour*yearold 
children, both Dow n\ and normal, do best in responding to labels (balL.dolL 
spoon). ne\t best with ordering words (biggest, smallest), and next best on 
temporal relationship words (first, last). 

Regarding expressive language development, several authors 
have lound great variabilitv among Down\ children with respect to the time 
at which thev s;iv their first word. The findings of one of these studies'' are 
summari/ed in t able L As can be seen in this table. Down's Syndrome chil- 
dren develop language at a slower rate than normal children and show marked 
individual dilterences in their development. 

TABLE I 

l.anguas^ Development in Down's C hildren 
vt% ( ompared with Normal Children* 

\%rriisr agr \%erafer UK? RaiiKr in 

Vhiliit niirnwl child l><mn\ child nhich l>uiin\ 

diies it untiH.l dues it child duff% it iidch.) 

1 N.i\\ "num»r .mJ Ol "dada'* 10 J4 12-40 

2 Ohcv^ Minpk* ciunnuinds IK 41 

( l>mhllU•^ 2 »M ^ \^^>ld^ 

^p•^n!.lnl»»M^^lv 21 42 24-6«l 

4 \ lias ^vv.»rd M-niciuv^ 24 46 ^0^1 

*l muics in koltinin iu»i Kwc hc?ti t>MinJcJ Itum the ^liiJv • 

Hon* ( Qtt I Prmide a Stimulating UnvironmentT 

I he child learns most ot his language through interaction with 
adult models (mother, lather, grandmother) in his environment, h is im- 
portant that adults provide the language-ready child with a variety of envi- 
r^mmcntal labels, as ucll as a good sample of phrase and sentence structures. 
I he growing child will use listening, imitation and practice to learn words, and 
will learn how to put words into sentences. 

Language simulation should becon>f pan of everyday act ivities« 
both at home and schoo? \ here are few tasks w hich do not lend themselves to 
language stimulation. Describe what you are doing as you do it. anc' tell your 
child what he is doing as he does it. Make words meaningful by attaching them 
to real objects and activities. 

A stimulating environment is reinforcing to a language develop- 
ing child. When your child speaks or understands, you can reward him in two 



47 



ways. Firxi. h\ respondinis correctly to his request, and second by expanding 
upon his words. He will feel good about communicating successfully, and gain 
additional linguistic information at the same time. 

W hai ( auiions Mmi I Oh%ervt in Providing a Siimntaiing KnvironmeniT 

Do iiot expect too much in a short period of lime. Children learn 
language on a receptive level first. There is a natural gap between a chiWs 
understanding and his production, and this gap is more noticeable in the 
I)own\s child. I his means that when a child learns something new. we should 
not demand a verbal response, (iive the child lots of receptiveexperience first; 
then alter he understands the task or word, offer him the opportunity of talk- 
ing. 

Shouid i ( orreci My ( hiUls Language? 

It is important to encourage any attempt on the child*s part to 
speak. Wc all make a number of errors in our language, and in young children 
mistakes are not onK acceptable, but normal. The most useful information 
you can gi\c your child is to provide a good language model, and not be 
critical ot his attempts. 

.lust as \ie do not encourage thechild who is just beginning to walk 
to try to run. likewise, ue should not correct speech sounds during the time 
when the sounds a re just beginning to be produced. Remember that speech, as 
with running, is a very complex ability and requires considerable time for 
adequate learning and refinement. So. when do you seek help for his pronun- 
ciation difficulties? I halN a tough question but a rule of thumb we use is to 
pro\ ide pronunciation help only after he has all of his first teeth and is at least 
talking in simple three-word sentences. Fven at this stage help should take the 
form of enamrar^ementtnox criticism. 

•Im / talking loo Much? 

As long as you attach the language you use to meaningful objects 
and situations, the child uill benefit. However, when we flood a child with 
language, he is o\eru helmed, cannot comprehend, and loses interest. All of us 
need some private, quiet moments. Respect this need in vour Down*s child \s 
well. 



ERLC 



SOMI sen lAI ASPI t IS OF 
DOWNS SYNDROMi: 



Miirykc t\ iMthian. Icachcr 

I hosc ol us ho hii\c children* s\hcther or not they ;ire retarded, 
have a ^rcat concern tor ho\^ they lare in lite. Wc want them to have a happy^ 
comlortahlcand re\%ardini!lilc. ^ithastew prohlcms as possible. Weespeciai* 
ly v%ant them to he liked and ha\e Iricnds or. at least, to get along with and 
be accepted b> others. 

I would be less than honest il I siiid t hat social adjustment will he 
ol no greater concern tor parents ot l>ov.n\ children than lor parents of nor- 
mal children. With the birth ol a retarded child, there -s also the birth of a 
host ol problems that the parent and child are going to have to face lo* 
Rvther through the ensuing years. Not the least of these is the social accept- 
ance and adjustment of the child. 

\s we look at the broad Held of soi ialavceptanve. let s begin by 
talkmg about discipline tor a retarded child an area of great social concern. 

We arc all aware ot how important appropriate social behavior is 
to adjustment and acceptance in our society. Sometimes we are not aware of 
ways to help tuit children to develop the necessary social skills and habits, and 
we search and search lor answers. When parents arc laced with the knowledge 
that their child is mentally retarded, somehow the task may seem overwhelm- 
ing. I he following question and answer session with a group of parents maybe 
usclul in helping vou begin to deal with this responsibility. 



QIKKTION: 

W hy ilo strange mannerisms ami behaviors sevm to occur more 
often with retardeil chihiren? 

ANSWKR: 

\tannerisms which are often manifested hv retarded children 
are not m.-essariiy inherent in retardation itself and there 
can he more than one reason for such behavior. Some of it may 
he due to a lack of stimulation fnon the environment. When a 
child is ntft receiving appropriate stimulation he mav try to pro* 
vide it fttr himself thnmgh behavior such as rocking, head hang- 
ing, hand plaw etc. 

Stmic strange mannerisms are attemitm-getting devices. I'err 
tdten tlici arc tlu* rcsuh of impnpper rew ards for "rute'' behavior 
and are ipdtc ioma cssan. It is not unromnum for retarded chil* 
drcn tt$ be hnikvd upon as babies far beiond babyhood and for 
others lit be amuunl bv ami accept behavii^r which would m^t be 
accepted Irt^m a normal child of the same aae, irt me give nnt 
sttnic examples td wlutt I mean. 
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.4 group i>t voimit retantvit i^rsom came h^myhtpnw one night 
af ter a hamU tm ert for K ttkes ami a sttaek. (hie Mntng tfwn spent 
the etitire evening i ffu^ning r/o.vi*/ ami euphoaril doors looking for 
mv "white pipe" fdrver vent) and atn* other appiiames I tnight 
have. Hi\ interest in nwi hanicati^hierts was adntirahle. hut his he* 
haviifr a\ a guest in mv hotne was deplorable. Even tnore 
deploroNe was the lat t that hi\ thapenmes (teachers frotn his 
si hifol) thimght his hehaviipr funnv and laughed at hint. 

On atupther inrasii^n I was visiting a ,vr/w>o/ at the same titne the 
fire departtnent was tnaking an itispeetion, A student raeed to the 
window to see the fire etigine, veiled out to the firetnen. and then 
rushed to the huihlittg eturam v, A \ the firetnen eatne in the stu* 
dent ittsisted that each otw shake his haml before goitig further. 
This tnight be considered "cute" in a verv vtnutg child, but this 
particular student was tiineteett vears oUi 

hwppropriate behaviors can be elitninated even when verv well 
established. However, the tnore ingraitted thev are. the tnore dif- 
ficult it wdlbe to elitnitwte t/wtn. For t/wt reastm it is itnportant to 
begin disciplitw at a verv earlv age atul provide a proper founda- 
tion for age-appropriate stn ial heltaviors. 




\\s\%i:k: 

r/ure are \everal eletnents to disciplitw,'' the first is f()\ E 
HKiU n Y i:\PRESSEIh /krause a chihl. even a retarded cluhf 
tU'cds to learn to hi a\ itidefhmdent as pinsible. aparetu\ true ex- 
prvwii^n of hn e is to train the child to help hitttxelf This kitnlof 
trattum: will result in a cottstructive itulepetuletu e rather titan a 
destructive depetuletn e. 

A si'ctmd element of discipline is SECl RITY. Security means 
havitig protective limits. Paretus tieed to set limits and stan^lards 



ihc tanulx^ uful thihhm m^i'tltn know what tlunv limits are. In 
ailihtmn, thcx ncctl ti» know \\ hat the i nnseifucturs are for going 
heionJ those hmit\. 

I thml eh ment of thuirhneis KI SPOWSIHll ITY. Chililren 
w ill not heeonw re\pon\ihle w ithout some help. Thev need to he 
I i t (ill I to at i ept responsihihti . ami this is not possible unle.s^ 
u IS \ii\en to them. 

QlllSTION: 

H hen should I begin to diseipline mv ehild? 

ANK^KR: 

Right tn mi the start vou should allow your hahy to learn that he\% 
a member of the family as a sharing rather than a receiving 
member He shi ndd m ^t he allowed to cause SEEDLESS changes 
in the living routine or to feel he's the sole reason for the family's 
existent e. It is not a kindness to anyone concerned to make him 
the hub of the uniwrse, 

Ql F.STION: 

H ill I need to use special discipline techniques with my Down's 
Svndnmie child.' 

ANKWIIR: 

\tost ehildren with Ihnvn's Svndrome can he disciplined (and 
learn self-discipline) in the same manner as normal children. The 
important thing is that discipline be thought of as an irmalpart of 
life and that the methods used in discipline are consistent. 

Exiu'ctatitms are important, tini. It helps to let your child know 
that vou belies^ he will make the appropriate choices about his he- 
havittr. I remember a teach^'r friend of mine who told me this story 
about her sixth grade das .ihe said they had been misbehaving 
all day. and she feh the day had been a complete waste. Finally, in 
tlesiHratitm she toltlher stuilents that "even the special class chil^ 
Jren " behaved better than thev, 4 1 that point, a child in the class 
piped up, I hat's hetuiise Mrs, J expects them to behave.'* Vn-^ 
fi^rtunatetv. mv triendtlidnU catch what the child was trving to tell 
her. /.r.. Mrs, .hmes hati limits and standards and objectives for 
hen lass, and she behevetl her ehildren would live up to them. Be- 
I ause she believt'tl it. her pupils believed it too atul tried ntit todis- 
ttppoint Mrs. .1 or themselves. 

Ql KSTION: 

Doesn't a retartled child need a little EXTRA love, pnuection, 
and securitv'* 

ANSUKR: 

In a sense vtm are right. That is, you want your child to feelgood 
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ahout himwif ami ha\r a seme of his whtth as aiwrson. ami this is 
often a problem for the retarded //mrinrr, it is mpt an uncom- 
mon reaction for the parent of a hamlicappeti child to, in a sense, 
pity him or want to '*make it up to him'\f'or his condition. But, 
feelini^ sorry for the child while a normal reaction, can addproh* 
lems to an already tUfficuh situatitpn. As \vith all children, vour 
c/uid needs to learn to develop independence and responsihilitw 
Owrprotection deprives the child of the experiences w hich help 
him to develop these, ami he stands a Kood chance of becoming an 
tiverly dependent and demanding child. 

QIKSTION: 

\t\ child is a problem eater. He is fu,s,sv ahout w hat he eats and w e 
usually have to plead with him and beg him to eat, 

ANSWKK: 

/ do m 7 believe in begning a child to eat or in makinn threats to get 
him to eat. Vus is a neinlless pow er struggle, ,4s a parent, it is 
vol K KKSPOSSlBll iry to provide your child w ith fotni (a 
w ell-balanced diet, br the way), but once you have ,%et the food in 
front of him. it becomes HIS RESPOXSIBHJTY to choose toeat 
ipT not to eat. If he chooses not to eat. he faces the natural vonse^ 
quence of being hungrw So child, not even a retarded child, will 
choose to go hungry for very long. 




QlllSTION: 

Sometimes our child picks up his dish and dumps out the ftrnd. 
What should we do'* 

ANSWKR: 

If the child is doing this toward the end of the meal, he may be try- 
ing to tell vou he\ full and can't eat more. It may be that you are 
giving him portions that are too large and need to reduce the 
anumnt you serve, Ht^wever, no matter when the child does it, it 




van iiewiiip min apt aiienikm-jieuinft Uevive tiepemiing on your 
reaaum. it :\ tmportani not to make a higfuss. Quietly get a cloth 
ami have the chiM clean up ax much of the mess as he van himself. 
Then reppun e the vhilil fhmt the table ami tell him that sSinve he's 
pwt hungry, he max he excuseii, HIS mealtime is over. 

QICKTION: 

My chilil tmxhchaves up pppuvIi. ami I tell hipn repeatedly that he 
pppustpp i iio thippgs hkv that, tie cAh'wV sevppt to uppiierstapui Apn 
! vxpevtmg totp pppuch:^ 

ANSWFR: 

There are a apuple of possihilities here. It ppiay he that he lioesn^t 
upPiierstapul what you are saving to him amiyoutpeeiito find sfprne 
ppew way ttp voppppppuptivate his lipppits to him. However, most adults 
teppd tip uppdere,\timate what a vhild actually understands — es- 
pecially when they are aware the vhild is retarded. Whatprohahly 
has ha/p/pepped is that your vhild has developed a vommon child- 
hood adpppvpit '\\f other Deafness. " The treatment is fairly sim- 
fph\ Talking, as disvipUne. shtpuld he limited. Actions speak louder 
than wnrds. 

In addttiopp, pppixhehavittr ps often the pppethod a vhild u.ses to 
gaop attvp^tum Hy rcfH'utedly re/pripppappdippg hippp. you are givippg 
hfppt attcntpitn lor ippap/>ropriMc hehaviors. If would he better to 
igpptpre as much it f his pPii,shehaviiPras you can. and^ivehim more 
attvpption when he is apoperative. in other words you shopdd 
pppake cooperative behavior pppipre pripfptahle than imaPipperatix^e 
hehaviipr. 

QIKKTION: 

A/r hushappd appd I have a liisagreepppent with tpur stpns presvhiPol 
teacher. H e feel he shippdd have the tppptprt unity to express his an- 
ger whvppeverheppeetis to. His teachenpften squelches him whenhe 
tiin's appd tells hipn his behavior is ippappn^priate, ii*ho is right? 
ANSWIIR: 

// \ a little hani to atpswer vfpu since I i/on't really kmpw the details 
of the inciiients ippviplveti. Hinvever. I suspect both ytpu and the 
teacher are right in certain respects. Tet's Unpk at what I t^ean.^ 

H e allppeedto wiPrk fhistratitppps and appger frtpm ipur systetn. If 
we dippp^t. we are likely tip get pdcers. As an aduh yipu have learned 
that you capi't screatn and htpller or lie dtpwn and kick your feet 
everytipppe you get angry. Perhaps ytpu'd like tip. but what ytpu 
pnpbably Jo is gi» svrtib yipur flfpor ipr sipmething ipf that .wrt, 

.Si9 it IS with imr childrepp. H e have to help them learn to chan* 
ppcl their atpger in spich a way that it is pptPt dapppaging to others or 
dipes ppiPt infrippge ipn the rights ipf tPthers. for exapnple. if every 
child xvefe allipwed to screapn in the halls of the school every time 
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he was unarx. tlu^re w ould he pnmn people w hose w ork w ouhihe 
ihsrupteii, i 'eriainlx. tor unoiher example, it's mfrin/(mK nn the 
rights of fathers when a ehilj spits his milk all tn^er the tahle at 
hmchtime. These are inappropriate ways f or him to ileal w ith an- 
aer and frustratitm. 

It ma\ appear tt^ \ou that n»ur uot\\ teacher is pretpcatpied w ith 
di.M'ipline. Htnvever, she is quite aware of the importance of ap* 
nropriate social behavior tor \oar son\ future success. As an 
adult, it will mn reallv matter /if mi* w ell he can read or write or 
Mflve problems, wor will his vocational skills be of much value if he 
cannot work welt under supervision, if he cannot get ahmft with 
txis fellow w'ttrkers, ami if lie cannot a.ssimwhis respimsibilitiesin 
his stHial setting, the foundation for suaessful aduhhood must 
Ih' laid in earlv cttitdttotni. 



Ql KSTION: 

Are ttiere some i^eneral rules that parents of reurdrd tMldren 
stundd follow to develop a good pattern of dLu ipisne' 

ANSWCK: 

•I Hifod pattern (»f discipline is extremely imponacU fot the re- 
tarded perstm because his social behavior is one of the most im* 
portant variables in determining his life chances. Although train- 
ing in essentiat skills and habits may take longer, the general rules 
iff discipline tme wtndd folltnv for the retarded fferson are no dif^ 
ferent tttan for a mm-retardvd person, i^t me summarize here 
w twt I see as a general outlitw of ways to deal w ith children. 

L Remembering the elements o f discipline, ft\s important that 
*\hscipline" begin as soon as the newborn child comes home from 
the ttospitai 

2. Establish limits, standards and objectives for the FA Mil. Y. 
Ttiese are the means bv which the child w ill develop a senie of 
order and begin to grow into responsibility. 




BEST COPY AVAILABLE 

Help the ihilii to unJerstanii that he has rif(hts. hut in exer- 
i isinf^ tht>\e r/i»/i/\» he max not infringe on the rights of others, 

4. As he ifroii V. help him to learn inJepemlence. dive him op*^ 
portunities fe> make deeisitms w hen appropriate, ami allow him 
to expeheme t'rustratitms, 

5. Rmlolph nnekurv ^ remimis m that "a chihl needs eneour- 
a\^ement as a plant needs w ater. " 7Vii.v means having faith in your 
i hilii as he is. not in his potentiality. Your ptKSitive expectations 
h /// he amtmunit ateil to vour child and he will begin to iievelop 
pi }sitive self-expectations, 

^. Recojinizemishehaviorforw hat it is - thesignofadiscour- 
at^eii child whi> helieves he can't succeed hy useful means,^-* This 
mishehavii^r heamtes a Nil fifr attention or for power 

Restrict nmr talking to friemily situatiims. Talking should 
nt9t he used as a iHsciplmarv means. 

.V. linallw enfiPV yimr child and allow him toenfoyhis relation'^ 
ship with unf. tt'tfrking and placing together and sharing new ex- 
perwnces w ill prtniite man \ opportunities to try out this relation- 
ship. If it's hasediPn .Ml 71 Al. respect, loveand trust, enioyment 
It ;// cmne easilw 



Social AiTepiamT of Reiarded Individuals 

In a number ol studies peer acceptance has been shcmn to he re- 
lated eonsistentiv \o intelli{!enceand ntherahility measures, whether the peer 
group is in a regular class, a special class, or a residential institution.''* 

A maic»r study done in 1450 indicated that retardcnl children in 
regular grades are less accepted and more rejected than their normal peers.^'^ 
I he interesting thing,though, was that the rejection did not appear to he due to 
the fact that the retarded children were less intelligent perse, hut because they 
exhibited socially unacceptable behavior. Several studies have corroborated 
that finding 

In one study that speeitieally ref ers to I>own\ Syndrome children, 
the investigator states that in a residential setting, at least, persons with 
I)ow'n\ Syndrome were significantly less accepted than the remainder ol the 
group. Although the study doesn't indicate why this was so. it may he pos- 
sible Xo come up with some ideas about it b\ looking at w hat we know about 
peer acceptance in general. 

Studies with physically handicapped children ha%e indicated that 
children w ith more \ isihle delects arc the least accepted. It may then be true 
that because the l>cmii\child looks '*di Here nt,^ he will he less accepted. P«ir- 
ents and child will ha\e to learn to live w*ith stares, whispers, and quickly 
a\erted eyes. I o some people the Down's child will he an object of tear and 
m isu nderst a nd i n g. 

As adults, retarded individuals tend to lose jobs less for inability 
to perform the lequired tasks than for inability to get along with co-workers 
and supervisors (President\ C*ommittee on Mental Retardation. 1969). 
t herelore« a major factor in social acceptance seems to be appropriate social 
beha\ ior. 1 his would seem to indicate a need to work on social behavior very 
early. It must be remembered that there comes a time when ""cute*" beh'-ivior is 
no longer ''cute'* and needs to he replaced with more appropriate behavior. 

Often, mentally retarded children display mannerisms which are 
either repugnant or perplexing to others. I his brings to mind a couple of 
students I had in my special class tor two years, it happened that both were 
functioning academicalK better than their menial ages would predict, yet 
neither of them had any close t riends, and. in fact, were rejected by their class- 
mates. Kevin often walked bent over from the waist and pointed his Tmger in 
front of him muttering, ''hoot, hoot.'' Barbara made strange faces and noises, 
and when she wasn't mumblings she was sucking on a dirty head band. In both 
cases, their strange behavior certainly contributed to their low peer accept- 
ance. 

A number of studies with normal children of different ages have 
looked at the relationship between peer acceptance and dependency. The And- 
ings of these studies seem pretty consistent, but they are not something which 
can be described simply. First, dependency on adults may interfere with peer 
acceptance, hut dependency on peers may be an attribute of more accepted 



children. Second, tl the o\ettutcsa child ma kesu re socially muture.hemaybe 
more accepted than il his o\ertures are immature, such as too much affection- 
seeking or negati\e attention-seeking. I his uould imply that we must help 
the l)o\*n\ child to become as independent of parents as possible, in my 
school I taught a boy. Jimmy, uho was the ''bahy'' of the family. His parents 
uere determined, perhaps unconsctousK, to keep him that way by making 
ahsolutel> no demands of him. It was easier and taster to do things for him 
than to let him do things lor himself. ( onsequently. when he came to my class 
at age twcKc he was not tying his shoes or zipping his trousers or jacket. He 
also was not walking down stairs using alternate feet on the steps. Because of 
this he received a great deal ol teasing and the children didn't want to include 
him in their games. We were able to teach him these simple self-help skills very 
quickK . but there was no cooperation from the home, so we made only partial 
headway in .linimy\s use of these skills and in the way his classmates accepted 
him. 

(i rooming and appearance are closely related to social accept- 
ance. An appntpriate haircut and clean. welMltting clothes can do wonders 
hir a child, and >et. it\ surprising how many poorly groomed retarded chil- 
dren there are around town. 

^inalK. social visibility has been shown to improve acceptance of 
and change attitudes toward the retarded. As people are increasingly exposed 
to the retarded in positive wavs. old attitudes about and barriers to social ac- 
ceptance disappear I herci ore. take your child places and let him interact with 




I here is hope for the Down's child to be accepted. We have a re- 
tarded young man in our neighborhood who attends the junior high Friday 
night dances. With that age group, this could have devastating e^'fects. But I 
have been singularly impressed with the way he has been accepted by his peers, 
and by how many of them want to learn more about his problem. When I have 
asked my daughters and their fnends about their feelings toward him« their 
answers have been. "When you get used to the way he looks, you can see that 
in spite of his problem he is a neat person. He\ friendly, considerate and fun. 
We like him. and we're glad he comes/* 

With a lot of hard work from an early age. perhaps you too will 
have a child who is a "neat person.'* 
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V(H k DOWN'S SYNDROM!' CHII IVS 
Ml SC I I AR DI VM OPMHN I 

John h. Rynders. Fducator 

I he nc^horn Down's child's muscle tone is usually characteri/ed 
h\ "tloppincss." I oi example, when pulled loa simnt* position from a lying 
position, his head will usually lag behind the rest o( his body. Mothers pick* 
ing up their Down\ infant tor the first time note the characteristic "rag doir 
feeling of their baby. In one study ot Sft Dow n\ newborns. K4 were found to 
have poor muscle tone, so thiv is a common condition.^-' 

With regard to overall muscle development. yt>ur child w ill usual- 
ly be delaved m development of muscular abilities such as crawling* standing 
and walkmg. In this regard three autho^v" compared the development of 71 
home reared Down*s children with to. test norms of the Gescll Develop- 
mental Scales (a well known development test for young children). On the 
average, thev found Down's children to be delayed in their development, an 
compared with normal children's development, that the differences became 
greater with age. and that the differences carried over into self-care skillareas 
(see tables 2 and }). 
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Muscular Development in DunnX Children iih Compared 
with Normal Children* 
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Development of Self-Care SkllK in Down\ Children 
a% ( ompared with Normal C hildren^ 
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Whai ( an he Done io Improve My Down's C hiid's Muscular Abilities? 

Atfcctionatc handling is stremely important to the infant. Fnrex- 
ample in a recent child study review^^ the authors found that alertness in nor-^ 
mui inlants is highly related to the amount of handling by a caretaking per- 
son In another study. in\estigators observed that normal newborn children 
had their eyes open most w hen being held and much less when left unhandled. 

In one ot our own investigations/^ we studied the effects of 
mother-child interaction on the exploratory behavior of !>own*s Syndrome 
infants. In this experiment, groups of Down's Syndrome and normal children 
between one and oiie-hall aiid three years of age were presented with oppor* 
tunities to handle interesting objects. In one group children handled objects 
>\ithout the presence of the mother: in a second group mother was present 
with the child but did nothing: in the third mother was present and gently 
helped her child manipulate materials, talking with him about them inaplea** 
sant con\eisational manner I he results demonstrated generally that both 
normal and Down's children spent more time looking and or handling ob- 
jects when the mother was active with the child than when she was neutral or 
i& lit. 1 hese findings point out the importance of affectionate, intimate 
adultHrhild interaction. 
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Pntauiions in Stimuhtm/i \iu%cular development 

One has to be cautious not to become over*/ealous in instructinga 
young child. Some well-meaning parents may be so active in their instruction 
that they \irtually *Sap" their chiliiren\ energy. A child faced with such a 
situation in;r. withdraw c\entually from social interaction. FcKused. calm, 
interesting, intimate adult*child interaction seems best inenhancinga young 
childN de\olopment. 

Parents should work with their children on tasks and materials 
that offer the greatest opportunities for comfortable parents:hild engagement 
and task masterx' for the child Simple materials, without useless detail and 
electrical circuitry, hold interest longest because children can easily gain com- 
petence in using them. Witness the child who receives an exotic electric toy for 
I'hristmas and. after a quick insnection. prefers to play with the box the toy 
came in. Relative to this point, one author^'' says that gaining competence in 
dealing with the environment provides a child with anexceedingly rich source 
of enjoNnicnt. He writes: 

Being interested in theenvironr lent implies having some kind of satisfac* 
tory interaction with it. Several workers call attention to the possibility 
that N.iiistaction might lie in having an effect upon the environment* in 
dealinu with it. and changing it in various ways, (iroos (1901). in his 
classical analysis ot play, attached great importance to the child's ^*joy in 
being a cause.'* as shown in making a clatter, '^hustling things about.** and 
playing in puddles where large and dramatic effects can be produced. 
••\Vc dunand a knowledge ot eftects.** he wrote. *'and lo be ourselves the 
producers of effects, (p. 180)" 

A critical aspect ot interaction, therefore, should be that of 
arranging tasks so that the\ enhance the child's chance of task nwsterw 




IR WSI \||\(, rklN( IIM I S Ol C\Rl AM) 
niM IOPMIM IMO I Vl RVDAY IRAIMNCi AC'lIVIMIS 
John \ . Ryndcrs. I ducvilor 

Sell-caiv skills arc viewed bv normal persons simply as means to 
inoieiiucrw-Mmi^and iinpoitanl ends .tiutoi ihe l)o\\n\S\ndiomeehildiind 
his parents, ihe development ot eaeh sell-eare skill is a sijinitieant event in and 
ot itsell. I iirthermoie. a normal person usually develops selt-care skills to 
such it hij!h dejsree ol precision that he no longer has to think about them, 
ihev become relleMve. l or the l)ovvn\ Syndrome child, however, self-carc 
skills arc Jitticuli to acquire and olten require sustained, conscious practice in 
order to be maintained 

In this section we will describe procedures tor helping your 
Down's Svndioine child lo: M) learn good eating habits. (2) become toilet 
iramed. {}) learn good habits ol grooming and hvgiene. (4) develop good rest 
habits and. i ^) dress himselUSome ot the information tor this section comes 
it om ihc hook, > I H4 am/ 1 1 n tanh'Ji hiH ' and from materials prepared by 
the Siaie ol Minnesota. Department ol Public Weltare. Social Services and 
Vodical Services Division 

l eurninft (,otni t aiing Hahiis 

I he mlani\ liisi lood will be milk or some other liquid which he 
draws trom a nipple, f ortunately, lor most children, including Dow'n\s 
children, the abilitv to suck is us«.ally present at birtli. A bit later, when your 
intant is old enough to swish milk around in his mouth, he will do so. linding it 
iin eniovahle Icjrmng experience because nature provides the newborn with 
nianv nerve endings in his mouth. In lact. the only place where the newborn 
has more nerve endings is m the cerebral eorte\ (large carpet ot cells) of the 
brain. I his is wh> he will spend a lot of his timesquishing liquid and soft food 
around in his mouth and wh> he puts all sorts ot ohiectsinto it. including some 
things which vou don't want him to put there. 

.Vs he grows out ot the newborn period he will begin to show signs 
that he is ready to start feeding himself. Some oJ these signs are: sufficient 
head control u> keep his head erect w hen sitting in an upright position: ability 
to balance his trunk reasonably well while sitting in a chair, even if you have to 
prop him up with a soli cloth tied comfortably around his stomach and to the 
back ol his chair: and most importantly, indications that he wishes to feed 
himsell. 

As vou help him learn to feed himself, it is very important that you 
carelullv prepare the eating environment for ease and efficiency. First of all. 
make certain that the atmosphere is one of pleasantness and quietness. Turn 
oft the I V near your eating area and make your child and yourself comfort- 
able, .As you place him in his highchair or push him up to the table, be certain 
that you have prepared all the food in advance that you will need and that it is 
easilv within .Vi>ur reach but not within his reach. Check lo see that the glass 
and spoon vou have cliosen are the right si/e and can be managed easily by 



\our child. As \ou prepare to instruct, sit Kcside your child. di^n*t hover over 
him. F\en \%it h foods he likes \ery much, begin training using small quantities. 
And h\ all means expect accidents, hut handle them matter-oMactly. 

Hating time lends itself well to helping him sharpen his language 
abilities I hus. as \ ou help him learn to Iced himself , talk witli him about what 
he*s doing and what he*s eating. Speak with him in short, simple, complete 
sentences, emphasizing words that he will be most likely to learn first such as 
labels and the attributes of objects, that >^ to say. words such as ^^cup."* 
"spiwn." "milk." "cold.'* "hardr and "w bite.** Don'i worry at this stage about 
w hether he says these words for you. I he important thing is that you help him 
to engage and understand his environment through your focused instruction. 

As he begins to feed himself, provide him with soft finger foods 
that he enioys such as bread, or a soft cookiv« or a cooked vegetable. (Don't 
forget to mo\e to mi^re ehewable foods when your child is ready for them so 
that hell get chew ing practice and keep his gums heahhy. ) Begin with pieces of 
food that he can grasp adequately, remembering that he will not he able to 
make the precise thumb and finger kind of pinching grasp that an older child 
can make. 

Drink irn: from a plastk glass. I earning to use a glass is a skill that 
is usually acquired carK in lite, but a lot of trial and error occurs before the 
\oung child learns just how far to tip a glass in order to obtain some liquid 
without getting drenched. In the early stages of learning, a small plastic juice 
glass will be helpful. And be certain to alUm enough time for him to swallow 
and breathe as \i>u hold the glass to his mouth. Speaking of holding the glass 
to his mouth when he's first learning to drink, help him by physically guiding 
him with vour hand when you sec that he\ having difficulty. Then, as he 
begins to show better control, turn more of the task over to him. During ini- 
tial sessions, drinking a milk shake or a malt can becasicr for him because the 
liquid moves more slowK out of the glass than does milk or water. When you 
use milk or \%ater. commercially available cups with covers that release liquid 
sjowK ma\ be useful. Above all. as you hold a glass to his lips, don't tip his 
head back ver> much. A slight incline will be fine, otherwise hell choke. 

{ .vm.if a spoon ami fork For a young child a spoon must be re* 
garded as an ''inst rument of tort ure.** It involves tilling* lifting, aiming, empty* 
ing. and retilling. all with precise movements and requiring good aim and split 
second timing, accomplished f requently by frustrating spills and dribbles. To 
help, use foods that will stay on the spoon more c-'isily than others, such as 
chopped or blended foods. As you begin training place your hand very gently 
over his hand, and grasping the spoon with him. dip it into the food and guide 
it to his mouth and then back to the dish. As w ith using a glass, gradually let 
him assume more and more control himself. 



It he IS luiMh^ (iitticiilty grasping the spoon, build up the spoon 
handle uith tape and or try ditterent si/cs and shapes of spoons. Because a 
spoon is Used to scrape across a plate, it may be helpful to put a guard on the 
edge of the plate suthat the spoon will havesomethingto strike against. It may 
also help to use a plate ^ith a suction cup on the bottom so that it will stick to 
the highchair \op. or perhaps \ou will want to wrap a wet towel around the 
outside edge ot the plate to give it more stability. 

I earning to use a tork is similar to learning to use a spoon but also 
included are the operations ol piercing and cutting. Additionally, it is much 
more painful to miss one*s mouth with a fork than with a spoon, so use a fork 
\%ith discretion and only alter your child has good mastery of the spoon. 

Helping I our ( Mid I.earn to Become Toilet Trained 

lAcrv parent looks forward to the time when his child will be toi- 
let trained, hortunately. almost all children will learn eventually to take care 
ot themsebesai the toilet. Nevertheless, toilet training often proceeds slowly, 
sometimes w ith perlormance plateaus and even some regressions, because the 
process ot controlling elimination requires sophisticated use of muscles. 

What are some of the signs indicating that the child may be ready 
tor toilet training'^ I irst of all and here is w here the importance of communi- 
cation becomes apparent, does he understand what you are asking of him 
w hen you talk w it h him about using the toilet? Does he show willingness to go 
into the bathroom with you? Does he show signs of discomfort when soiled or 
wet? Is he >ometimes dry for as long as an hour or two at a time? These are all 
signs that he is read\ for training. 

Helpful Hints tor loilet Training 

1. Concentrate on one toilet habit at a time. 

2. Keep his outside clothing simple. Trousers with elastic waist 
bands can be pulled down quickly. 

3. I sc training pants instead of diapers. These can be removed 
quickl\ and will help him to feel more grown up. 

4. Don't Hush the toilet when your child is on the toilet seat. It 
may trighien him. Instead, let him Hush it with your help when he gets off of 
the seat and alter he's pulled up his pants. 

5. If you wish to use a potty chair keep it in the bathroom. Some 
parents leel that a pott\ chair is unnecessary and may wish to put the child on 
the regular toilet. However, when a child is put on the regular toilet a child-size 
toilet seat may need to he put on first. If using the aduh-si/e toilet^support his 
feet using a box or a footstool to make him more comfortable. 

6. C hildren should not be left unattended while on the toilet. Go 
into the bathroom with your child and stay with him. Five or ten minutes will 
usualls be suttic*ent. If elimination does not occur in five or ten minutes re- 
move him without sho\iing emotion. 



7. While he IS Sitting on ihc loilct seal do nol distract him with 
Ntimulatinj! to\ s. hut a non-st inuilatinj! ^^aNhahlc\ tax orcd toy that he can hold 
quictK nia\ he usclul It nothing else works, a candv sucker on a safety stick 
will prohahK serve as a rewarding distraction tor him while he s seated. And* 
it the sucker is used onlv \ihile he is on the toilet he will come to associate toi* 
Ictiiiji uiih pleasantness I )o not use a sucker more often than absolutely nec- 
cssar\. however because it contributes to tooth decav and excessive weight 
|!ain. 

N. A i!ot>d diet is important lor prevention ot constipation, (iivc 
him fruits and roughage that will help keep him regular and willminimi/cthe 
use of laxatives. 

^. Accidents uill happen during and alter toilet training. Some* 
times these «iccidenis will be associated wiih illness or a change in family rou* 
tine or a feeling o\ insccuritv Hut remain calm when accidents happen and 
don*t give up vi>ur training because soon he will be making progress again. 

10 \V hen v our child is sitting on the toilet seat show him that you 
aic pleased when he eliminates Do not fnmn or show disapproval. When he 
shows mtctcst in his bowel movement, remember that the bowel movement is 
"part ot him" and so is important to him Iheretore.don't hurry to tlush the 
toilet and it pi>sMblc let him do the Hushing himsell. 

II. IMaving with genitals or a bowel movement is normal be- 
havior Do not react to this behavior with anger iir punishment. Rather, re* 
spond With a firm but gentle "no** and anappropriatc substitute task. You can 
miniini/e this pn>blem by not leaving him unattended while hc\ in the bath- 
room 

12 Reward v our child for progress Praise, a smile. cares% or hand 
clap aie all appropriate rewards and will be well received bv your child. 
Remember to leward immediatelv alter the desired behavior occurs but don't 
overd«> it 





\} II voiit child makes )!runttng sounds or shows other signs that 
he Is in the process oi a hov\el moxement jon't rush him to the bathroom as if 
the house were hurningdown. Rushing will make him tense and when you get 
lo the halhrooni the elimination process is likely to he delayed or stopped aU 
together Instead, lead him to the bathroom quickly but calmly and gently. 

14 Ko\s and girls must learn ti> wipe their seats from front to 
back. I' font to hack wiping is particularly important lor girls to avoid pos* 
sible \aginal infections. 

15 Conclude toileting session with hand washing and drying. 
Cleanliness ih pjrt of toilet training and should be taught with it. 

lr>. Make a habit of getting your child to the bathroom at times 
when his bladder is likelv to befull. Some oithese times might be on rising, af- 
ter meals, mid morning, mid afternoon, and KM ore bedtime, ir he\ havingdif- 
ticuhv urinating, giving him liquids just prior to taking him to the bathroom 
ma\ help to prime the response. It cannot be overemphasized that you must 
establish a w/in/ii/c li>r \o{\r child and stick to it or he will not get on a 
schedule hiinscll 

HelpinK I wr ( MM t.earn tiinnt HaMis of Grooming and Hygiene 

I earning grooming and hvgiene skills will be facilitated if estab- 
lished regularlv in vour schedule. I he ri>utine will help yourchilcllearn which 
acts I olio w each other in a da\. 

I quipmcnt and materials should be within easy reach of the child 
and if he cannot comii>rtabK reach the wash bowl or see into the mirror* a 
stable footstool or box should be provided. I here should be a shelf which is 
comfortable for him to reach ti> hold his ci>mb and other toilet articles. 

Hashm\: Ham/s. For the first couple of times he uses the sink you 
will want to control the water faucet vourself since children can get carried 
awav with this fascinating object. It hedoesn^tspontaneously wet his hands in 
the water as vou are running it for him. ask him to do so 'Ihen« describing 
what you are doing, put the soap iKMween his hands and see if he knows what 
todo. If not.appiv somesoiiptothepalmofoneof his handsand. gently hold* 
ing the backs of his hands, rub them together. Then help him to rub over the 
back of his hands and on the wrists. Help him to rinse, talking about what you 
are doing and making it as much fun as possible as you proceed. Allow him to 
do as much as he can for himself and only guide him where he needs it. But 
don't 'leave him in the lurch'' if vou see that he can*t do something. Lower 
your standards of cleanliness a bit as you begin this training, and if he*s try- 
ing, reward him even though he may not get his hands perfectly clean. 

H ii^/ii/ie A-'^rc. After he has learned to wash his hands the next 
step is (o help him learn to wash his face, a much more complex task. for« in 
contrast to washing his hands heciHfnot see his face constantly as he washes it. 
And. if hc\ looking into a mirror, everything is backwards. Furthermore, he 
ma> also be plagued by a small childN problems such as getting soap in his 
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cvcN. wash ualci itiippin^* down lu\ arm and running ott hisclhows.and miss- 
ing parts ol his tacc uith ihc uashcloth. As sou begin teaching him. squee/e 
the cloth out tor himand then spread it over one ot his hands, and standing be- 
hind him. help him rub ihc siKip over the cloth, ( Perhaps initially you1l want 
to usea wet uashcloth without soap.) Remaining behind him. guide h:s httad 
vvith the uashcloth over his face verv gentiv. Rinse the eloth and repeal the 
process graduallv relinquishing the task to him as he progresses. 

ttathinft, Hathtime can be particularly enjoyable tor a young child 
especiallv these days u hen there are so many interesting thingsavailable com- 
merciallv to plav with in the bath uater, Iniiially. the job ot turning on the 
bath water and regulating its temperature must be your responsibility. Fv?n- 
tuallv. howe--or, he can begin to lake o\er. and when he does, a sttip ol col- 
ored tape can be used on the inside ot the bathtub to show himat which point 
he should turn ott the watei , But. hell require superv ision tor a long time in 
the tub: there\ nothing quite so discouraging as watching water from the 
bathtub drip dow n through the ceiling into the living room. Besides that, there 
is a serious possible ha/ard in the child bathing by himself if he is young, has 
seizures, or is phvsically handicapped and does not have good postural sup- 
port. It is possible in these circumstances that he could turn on the hot water 
by mistakeand scald himself, or swallow a good deal of water, or even drown. 

I he same general training suggestions apply for bathing as they 
did tor washing hands and face. Again, it s a good idea to set up a definite 
procedure and time tor bathing so that your child will get accustomed to a 
sequence of events. At the end of bath time, be sure to teach him how toclean 
out the bathtub and where to put his dirty clothes both imponant com- 
ponents ot his training. 




( imihinK hair and hrushinft teeth. As with face washing, it's a 
good idea to stand behind your child so that both of you can look into the 
mirror at the same time. A medium sized comb is often easier for a child to 
handle than the small pocket combs where his fingers may get in the way 
when combing, initially, you should help by gently putting your hands over 
his and carefully help guide the comb through his hair. Parting hair is a task 
with which many older normal children have difficulty, so do not hold up 
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iinrcastwuihic Ntandards !oi \ our \ oung retarded child. When you begin tooth 
brushing, brush vour teeth and let him observe: then help him by using the 
same t\pe ot '\hou and teir instruction and phvsical guidance as you used 
\%ith t>thcr selKare skill training activities. 

Helping I our f hilJ i develop (iimd Resi and Steep Hahils 

\ voung child grows quickly and uses up a grout deal ot energy in 
Vigorous pla>. (ienerally. the yt>unger he is. the more rest he will require. 
Some retarded children need more rest than a normal child of the same age. 
I reqiiencv and length ot the rest period ought to be adjusted to yourchild^s re- 
quirements. Himever. he sht>uld nt>t be allowed to nap so long that he is 
unable to tail asleep at his normal K*d time in the evening. 

(ict hiin in the habit ot regular periods ot rest and sleep. If he un* 
derstands that a rest time regularly lollovvs lunch he will more readily accept 
the riuitine And. he will probably be more willing to go to bed right after 
lunch than il Vi>u wait an hour or so and call him from play to taVe a nap. 
\\ hen It IS apparent that he dt>es not need to sleep after lunch, he should he 
provided with an opportiinitv to rest tor lOto 1 5 minutes after lunch. If he bus 
trouble sleeping don*t lorce liim to lie on his bed for long periods of time. I bis 
will onl> make hiin associate his bedroom and his bed with unpleasantness 
and vou want \o avi>id this negative association as much as possible. 

I^riwidc a quiet activity betore rest. It isdittlcult for children to 
settle down to rest immediatelv lollt>vving very active play. For quiet activ ity 
vou mav want ti> read him a stt>rv or play sott music for him or allow him to 
look at picture bi>oks. 

I ncoiirage him tt> fall asleep and to rest w ithout vour assistance. If 
he is vcrv tense, however, vou may sit by him. gently rubbing his back, help- 
ing him to relax and tall asleep, .lust vour presence alone may be enough to 
calm him. (iraduallv. vtui should tade Irom the picture so that he doesn't 
become overlv depeiidvni on your presence to tall asleep. 

I>isct>ura^e him from cKcessive talking or noise making at rest 
t.me. because rest lime is a quiet time. If possible, he should sleep in a room by 
himscll where he will not be disturbed 4>i distracted by other children or 
adultN. Il he wants to take a tov to bed there is no harm in it. in fact it is a good 
idea. Ili>vvever. don*t allow him to take any toy tt> bed that might injure him if 
he rolls over t>n it. and disct>iiragc t4>vs that make a loud noise if rolled upon. 

Helping Him io learn How to Dress Himself 

( )perations invt>lved in dressing and undressing provide a rich op** 
portumtv lt>r a child and his parents toengage in problem solving together. In 
the initial stages t>l learning to dress a cliild is often frustrated if he is taced 
with complicated zippers t>r buttons which somehow retuse to go through 
button holds. \s adults, we have developed our own dressing skills to such an 
extent that thev become aiuomaticand we no longer have to think about what 
ue do. I bus. when we analv/e what we have to do in order to dress ourselves 
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so as to be able to help our child dress, ue haxediHicultv breaking the task in- 
to the requirci steps, I his pri^hlem is analogies to asking the centipede, who 
is moving \er\ well across the floor* to describe how he moves each of his KM) 
legs in sequence. When he stops to t hink about each step, he gets all tangled up 
in his legsand collapses, \e\ertheless. the skills of dressing can and should be 
broken down into small steps and this kind ol planning can bean interesting 
one lor \ou. 

One ot the most usetui training techniques lor parents ot retarded 
children is called "backward chaining." Tsing this technique, you star! with 
the linal act or product/)! your teachingand work backwards. We will look at 
a lew dressing activities and see how backward chaining can he employed in 
each one. 

hiitinK tm umhrpants. As we said, backward chaining means to 
"begin with the end/* For this task begin by putting on the child's underpants 
rntirely except tor leaving them down around his knees. Then simply teach 
him to pull them up oxer his hips. At first you may need to physically guide 
this behaxior bin exentiially he should do what's expected with just a verbal 
inxitation. Next, remove one leg from his underpants and teach him to stand 
on one leg and put the other one through the empty Icghole. Youmay haveto 
help support himlora while or let him work while seated because this kind of 
balance is not easy at lirst . lach time that he gets the leg of his underpants on 
properly be sure to haxe him complete the activity by pulling them up over his 
hips. Next, hand him his underpants in the proper orientation, that is, with the 
front facing away from his body, and have him put in both legs and pull them 
up oxer his hips, hinally. when he is able to put on his underpants in- 
dependently and correctly, hand them to him in the wrong position, that is 
backwards, and let him put them on improperly then show him why they are 
not on properly. I he idea is to develop this skill so that it becomes automatic 
and self-correcting, because yjur child will nave practiced it frequently and 
will haxe worked himself out of all the aspects that can go wrong, and hence 
XX ill become increasingly independent. 

Puttint: on a hshirL Tsing the technique of backward chaining, 
begin by putting the child's shirt on for him except for pulling it down in front 
and back, asking him to do that final operation. When he can do that on your 
command, remoxe one arm from its hole and teach him to replace if in the 
sleexe and pull it down as before. Following this, remoxe both arms and have 
him proceed one more step by putting first onearm in the sleeve and then the 
i»* her and then pulling the shirt down front and hack. The final step of course 
is to teach him to put the shirt oxer his head when you give it to him. By the 
wax. a clear marking or label on the inside, hack of his shirt will be helpful. 
Always require that he go through all of the steps that he has already learned 
on each try am* don't mov i a new step until the earlier ones are mastered 
and can be done at your command. 

Putting soi kx. For your child putting on a sock may be like 
trying to put a v^et noodle into a keyhole. Begin the activity by having him 



seated ettinltirtahK. voti se.iteci hehiiui him with your thumbs inside hissoek. 
Place the sock over his Uhm, pulling the top uparound thehecKand then have 
him just pull it up over his ankle upon your command, "pull up your sock'\ 
When he u ill do this 4>n command put the sock partially on his toot« that is just 
over his toes, and have him pull it up all the way. I he next step is to told it like 
a tube squashed tn>m thetopand require hiin tt> put his thumbs inside the top. 
place it over his toes, and pull it all the way up by himsell . HnalK\ teach him to 
told the sock into his palms before putting it over his ttws. Having mastered 
these dressing activities vour child is ready lor some ol the more complex 
dressing skills such as tving shoelaces and zipping. 

/Vmv yhoclaic\. While vour child is unskilled, provide him with 
shttes withi>ut laces, or. it vou use shoes with laces, tie them for him. And. if 
vou Use shoes with laces voiill want to tie double bows in them so they won*t 
bec4>me untied, causing him to trip over loose ends. Some mothers find it con- 
venient in the early stages of teaching tying to not put the shoe on the child's 
foi>t at all but demi>nstrate on a table in front of him. or use a commercial or 
homemade shi>e tving bi>ard. K\ using instructional aids you place the prob- 
lem close bv and avoid having him spend a good deal of time in a bent over 
p4>sition. 

/ipfuni:. I he hardest part of learning to use a zipper is learning 
how to get the slide started on the track. In theearly stages, some mothers put 
a small safety pin near the bottom of »he zipper so that the child pulls his zip- 
per down oniv toa point near the bottom (but not disconnecting thc^slide from 
the track) and then slips out of his coat as he would a pullover sweater. 

If he's hav ing great diftlculty with zippers on his clothing, a com- 
mercial or homemade zippering board may be helpful so that he can have the 
zipper in front ot him and operate it more easily than when it\ under his chin. 
When he learns how to hold onto the fabric so as to proouce tension as he pulls 
the slide up and down, you can train him to start the slide on the track him- 
self. I his is a complex step, however and w ill probably require a great deal of 
time lor mastery on his part, and a great deal of patience on your part. But. in 
the long run. yt>ur patience will be rewarded when he dresses himself inde- 
pendently. 




Summary 

In closing this section, letN highlight a tew principles: 

1. Selt*care skill deNel<vpment is crucial to your child's eventual 
overall social dcNclopineiit. It\ the basis* actualK, lor eventual independent 
or semi^independent living. 

2. Sell-care tasks, such as eating properly and dressing appro- 
priately, provide usetuL instructional tasks through which your child can 
sharpen his language, social, and muscular skills il you plan them properly. 

.V Ytui are the most important ''instructional material.** l>o not 
underestimate your importance as your child's first teacher. Specific things 
\ou can do as his teacher are: 

a. Set the stage lor learning: eliminate sources ot distraction, such as a 
loudly playing radio^and have all the articles you*ll need tor training 
close at hand. 

b. Make yoursell and your child comtortable. 

c. Betore \ou begin a training task involving several step.s« analy/e the 
task bv going through it several times yourself so that you can 
teach It step-by-step without contusion and hesitation. 

d. l>ecide it the task prtKeeds best from beginning to end (shaping) or 
from end to beginning (titickward chaining). 

c. When your child completes a task successfully, reward him with your 
voice and with a smile. Avoid giving him candy or some extra- 
neous reward unless it\ absolutely necessary. 

4. When yourchild learnsa self-care skill, provide him with an op- 
portunity to practice w hat he\ learned until he can do the task automatically. 
I hen when he n perform the task automatically, begin to vary the problem 
slightlv. I his is important because problems arc almost never identical from 
time to time and place to place and you don*t want his learning to be **brit- 
tie** and non-transfer* ble. As you vary the problem you and he can have fun 
bv making a game out of 'Mooting the teacher** and other variations of affec- 
tionate gi «e and take. 

5. As y*ni continue to instruct him^gradualty withdraw your ver- 
bal and phvsical directions, substituting cues that are part of the task itself. 
I his is really the end point of self-help training* that is. to have him help him- 
selt completely without your assistance. As a practical matter, you will not 
alwavs be available to lead him through every task with your voiceand physi- 
cal guidance so he needs to becomeas self-reliant as po.ssible for his own siike. 

6. hinally. to the greatest extent possible, try to treat your l)own\s 
child as you would a normal child. Do not abandon sound principles of nor<* 
mat child training because your child is mentally retarded. There is an old 
saving that "children usuallv become what you expect them to be." Fxpect 
ttiem to be as selt-reliant as possible. 



nil IMPORI ANt I OF IM.AY FOR YOUR 
I)OWN-S SYNDROMF CHIl l) 

Marylee C. Fithian^ Teacher 

There is a story recounted hv a medieval writer of an experiment 
conducted h\ Frederick 11. HoK Roman Fmpcrorin the thirteenth cx^ntury. It 
seems Frederick wanted to know what manner ol speech children would have 
when they grew up it they spi^ke to no one beforehand. So he ordered foster 
mothers and nurses to suckle the children, to bathe and wash them, but in no 
way speak to them. He x^anted to know if they would speak Hebrew which was 
the oldest language, or (ireek. Latin or Arabic* or perhaps the language of 
their natural parents. But the experiment failed because the children all died. 
The storyteller concludes. "For they could not live without the petting and 
joylul laces and loving words of their toster mothers.** 

C*enturies later a whole series of studies of children raised in inade- 
quate institution:^ remind us of the importance of ""t he petting and joyful faces 
and loving words*' ot mothers and toster mothers. In these studies it was found 
that intants who were raised in inadequate institutions, where they received 
little more than routine physical care« were slower to reach almost every sig* 
nilicant milestone of child development. 

Recently. Benjamin S. Bloom, an educational psychologist at the 
I 'ni\crsity of Chicago, summarized the results of a thousand different studies 
ol inl aitt growth and development which were done during the first half of this 
ccnturv. I hese results agreed closely that the child\ most active period of 
growth, both physically and intellectually, takes place during the early years 
ol life He suggested that environment will have relatively more impact on a 
characteristic when that characteristic is undergoing rapid change than when 
\er\ little change is taking place. I he implication of this is clear: careful atten- 
tion must paid to the dexelopment of a growth-fostering environment dur* 
ing \our child's early years. 

Fducational play may be particularly important for DownN Syn* 
drome children who have difficulty from their earliest years in profiting from 
the environment because of muscular, language and intellectual limitations. 
I bus. much of the environment may ""piiss them by"" unless play is more struc- 
tured, that is, more carefulK planned to ensure focusing of attention and en* 
gagcment with matcnals. 

lime io Hegin Play 

I he day you bring your child home from the hospital is the day 
you become his teacher as well as his mother. You will not. of course, begin a 
systematic lesson with him at this point, but you can doall the things with him 
that \ou w oold do with u child w ho does not have l)ow n\ Syndrome. You can 
tiilk and sing to him as you teed him. You can'coo** to him as you rock him in 
\our :irms. You can tickle his feet and tummy and make funny noises at him as 
\ou change his diaper. You can laugh and get excited when he babbles or 
smiles. 
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It is tun unusual tcuthc im»thcr ot a Down's Syndrome child to 
comment on the tact that her child is such a ^'good"" (quiet and not fussing) 
haby that she almost forgets he's around. Because of this« it is important to be* 
gin early to set aside a special time each day to play with your child. By the 
lime he is three or lour months (yIU you w ill want to begin daily "'lessons** with 
him. and you w ill fmd it quite easy to find the time to do them because you will 
have established a play routine with him 

Planning ihe Play Period 

Play is children^ en joyable w ork, so the activities which a mother 
plans should be fun for baby (fun for mother, too). This will take a little 
planning ahead of time. There are some books available in your local book- 
store which can help you, and at the end of this section you will fmd a list of 
some toys and objects you might consider using. Many good toys are avail- 
able commercially, but commercially-made toys are often costly so you may 
want to make some things yourself, or look around your house for some inter- 
esting alternatives. There are a few suggestions of this sort at the end of this 
section also, as well as a list of some good children*s books and records. 

When \ou plan your lesson activities there are a number of prin* 
ciples which should be ob.ser\ed: 

1. Because learning is an active process for a young child, ac- 
tivities should involve him in an active fashion. A child comes to knowan ob- 
ject by grasping it, putting it in his mouth, dropping it« picking it up« shaking 
it, and transferring it from hand to hand. The activities should niinimi/e the 
parentis doing things for the child* He will not learn about his world unless he 
has an opportunity to explore it himself. In our own research^** we've found it 
useful to teach teachers to use instructional strategies in a hierarchy, that is« in 
an order from the least direct to the most direct, so as to offer children the 
greatest opportunity to succeed on their own. For example, ir teachinga child 
to pile a red block on a blue one, begin by briefly offering the two blocks to 
him without any verbal direction at all. If he does not get the idea of what 
you want say to him, "Put the red bliKk on top of the blue block." Verbal 
direction may not work eithei, so then demonstrate what you're seeking as 
you verbali/e* "See, Pm putting the red block on top of the blue block." If 
this d(H;sn't produce the desired response, we think that \Vs a good idea to 
help the child produce the response so that he and his teacherflnd themselves 
able to feel good about satisfying each other. Help by gently taking his hand 
in your own, placing it over the red block, and moving it on top of the blue 
one* while at the same time saying, ''See, we're putting the red bUnrk on top 
of the blue block." Ha\ing \irtually eliminated the problem for him, proceed 
immediately to the beginning of the teaching hierarchy allowing him 
another chance to solve the problem on his own without direction or 
with only minimal direction from you. 

2. Activities should be planned which have an observable result or 
effect on the environment. This is how the child will receive feedback from the 



ciuiri>nment which help hiin to lc;irn. t'orexamp!c\ when he shakes a rat- 
tle, he hears a noise: w hen he tingerpaints. he leavesa trace on the paper: when 
he pulls the string t>n a to\ animal, it moves toward him. I here is considerable 
eiidence that a retarded child derives a great deal of enjoyment from *'con- 
trolling* his einnoninent**' ^'^and should he alli>wcd to do so when he can. 

}, the words you use during play activities should emphasize a 
nuniher ot things, hirst, ohiects should he given a iahel(*7/if.\ L\a haU%oXhc 
child will he able to give ohjects a name. Second, emphasis should he given to 
what the object cm do or what the child can do with the object f^whcn you 
push the ball, it rr>//.v**). Next, attributes of the object should beetnphasi/cd. 
I his will help the child learn to describe objects and to understand the mean- 
ing ot descripti4>ns used by others (*'the hall is nuL roumi small, snupoih*^ 
I here should be 4)pportunities for the child to put objects into categories, that 
is. to explore how things are alike and how they are different. Simple number 
concepts can also be introduced. (" I hese are all halls. Fhis hall is m/and this 
ball is»r/Am. lhisAii//isA^ifaridthisoneis/f7//€'. 7'vt oof the /)cf//.v are ^arc/and 
t^nc i> Mi/r Ihwic arc mam halls on the table") Keep the content ol what 
\oii sa\ sintpic at first, inovirtg gradualK io more complex language concepts 
later * 

4. INan eiu>ugh activities to involve your child as long as his in- 
terest is high. It is also a gOi>d idea to stop w hen interest has begun to wane, but 
is not completely li>st. 

5. R\ the time your child is about a year old use should be made of 
boi>ks« pictures, and records. I his will help him to begin to make an impor- 
tant transition from an actual toy to a picture of the toy. and finally to a writ- 
ten representation ot the ti>v. I et him help hold the book and help turn the 
pages as vou read to him or talk about the story or pictures. 

Play lime — H hen 

It is important to set aside some time every day to play on a one- 
to-one basis with vour babv about an hour a day is recommended, l^nloss 
vou svstematicallv plana play time each day it becomes veryeasy to let things 
slide, and \i>ur child does not receive the stimulation he needs so badly. You 
will want to trv to chi>ose a time when your baby is happy and in a receptive 
ini>od. When he is quite voung you will probably have to break the hour up in- 
to a number i>t shi>rter sessions. Sessions should not run less than ten minutc*s 
at a time, however, because activities become too fragmented if the play 
f^cnnd IS too shi>rt. 

Play time ~ H here 

I here arc a number ot factors which will determine where you 
plav with vt>ur child such as his level ot muscular development, ease of 
presenting the objects, and Vi>ur child\ and your comfort. You may want to 



place him mi the llooi. on hi> hack or his >tomach. or you may \%ant to hold 
him on >oiir lap at the kitchen table. Perhaps \ on will want him propped he- 
tueen \our legs on the tloor or sitting in his intant scat or high chair It you are 
planning a water aetiMt\. \ou ina\ want tii schedule it at hafhtime. At 
times viiu ma> even want to step into the Uih With him. Whatever makes 
>ou and him happ\ and eomlortahle is tine. 

You will prohahK lind that during an hour's time >ou will have to 
change positions and Utcations >e\eral times. Hahies tire easily and need to 
have their poMtion changed quite olten In addition, a change in position pro- 
\ides him with the c^ppiirtunitv to view objects and people from dttterent per- 
spectives. 

Play — How 

It has been noted several times that it is important tor the child to 
he actively involved in the lesson, doing as much as possible tor himself, ^'or 
this reasim it is a good idea to build a positive habit of teaching with this in 
mind Irom the verv beginning. 

It is impitrtant that you provide a good language model for your 
child, i 'se simple complete sentences when you can and be consistent in your 
use of labels, especiallv lor the first year, l ater on hell be able to see that a 
'*doir and a "babv" can have the same meaning in certain instances, or that 
'*dog'' and "puppy'* refer ti> the same general class of animals. Make what vou 
have to sav more interesting by changing your expression, volume, and tone 
once in a while. 

.As vou talk with himdon*t talk too much oi too fast. Speak slowly 
so that he can understand what you are saying and pause once in a while so he 
has time to digest what you have told him before going on. You don*t want 
him to get verba! "indigestiiui" because, if he does, he may "turn off the 
talk around him. 

One of the most important things to remember is to show your ap* 
proval when he accomplishes something. I bis can be done very simply with a 
smile, a show ol happy excitement, a little hand clapping, a touch and words 
like -goi>d" or "I like that." .As you show him that you value what he has 
dime, he w ill realize that you value him and he will begin to develop a sense of 
sell-worth and accomplishment and will try things over again as well as want 
to trv new thirgs to please you and himself. 

Reyondthe Play Lesson 

Of course, a one-hour-a-day play lesson is not the only source of 
stimulation for your child. Rather, it is a means by which you can assure that 
he systematicallv receives something from the environment. What happens 
during the rest of t he day is important, too. and some attention should be paid 
to that. 

Prmide him with opportunities to look at interesting things. A 
colorful mobile on his crib or some bright balloons hung iround the room or 
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bright \%allpapcr iiii^»ht k- snincwawio start, l)on*t overdo it. however Alew 
inieresting things that he can cause to move are better t^ian "drowning" him 
with all sorts ot sights and sounds. 

Bring hiin into the center ot family activ ities as much as possible. 
I ct iheoihei children in v our tamilv plav and "roughhoiise" with him. l et him 
watch some ol the goinl children's programs on television such as Sesame 
Streei and C aptain Kani^an^o Make a concerted effort to get him out ot the 
thrce-b> -three world of the playpen during the day so that he can explore the 
larger world around him. 

(live him an opportunity to meet and relate to other people by tak- 
ing him out of the house, I rips to the supermarket, walks around the neigh- 
borhood, excursions to the /oo. park or beach and stays in the nursery at your 
church will afford him this kind of experience. 




None of what has been suggested is very mysterious ordifricult. In 
tact, it can best be thought ot as common sense used systematically. Certain- 
l>. there will be scrmc momentsot frustration when it will seem as if neither yov 
nor your child are getting anywhere. But the joy of the many moments of 
success vou share together will far outweigh any bad times you might have. 

What you will be accomplishing with your baby will always be 
his. for he will develop basic language, muscular and social skillsand will use 
these skills in exploring the world around him. He will learn that learning is 
tun. Me will learn that the world is a fairly orderly, consistent, and interesting 
place. He w ill learn that /ii'aftects w hat happens in the environment. Most im- 
portant Iv. he will m>/ know what it is to live 'Without the joyful faces and 
loving word'i" of his mother and father and others who love him. 
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Books for f liililmi («%ilh Notes about I'ach Bmik) 

In Seuini\ HiHfk of low. Mcl out!hlin Bnilhcrs. Inc.. (Color pictures 
ol childrcn\ to\s \^ith minimum ot text.) 

Huhi\ lirsi im . INatt and Munk. Publishers, no copyright date, ( thick 
catdhoard paiiCN that can he turned casilv b\ a vtumi! child.) 

Htiht \ Mother (hhisc. (irosset and I>unlap. I**59. (Hea\\ cardboard pages. 
IradititUial nurscrx rhymes. ct)lt>rtiil pictures.) 

tth* Mi'cir .VifKiM.KandtMn House. Neu York. I%7. ( A tunny story tilled with 
rhvmniu uords ) 

llh' lkren\iiiin\ H Hifok. Randtun Ili^use. 147(1. (A tunny story based on the 
letter H. Humorous illustrations.) 

M*w II fin/ Hottk /.nr. Kichard Scarrx. Western Publishing Co.. I*>63. (Vo- 
cabularx development. earl\ sight reading skills, elassiticution skills.) 

Ihe Hit: ilH HiHfk Kenual Products. Inc.. I%K. (ABCs. picture-word 
matching Hea\\ cardbtuird pages.) 

i oiifuint* Kfnmt's. (irosset and Dunlap. Publishers. I9S9. (Heavy cardboard 
pages Iraditumal nurscrx rhymes which emphasi/e counting.) 

Ihn\iuhl utM liiu^k (loldcn Press. N7(). (Printed on cardboard, emphasizes 
dittcrcnt vuiiuiN. ) 

Ihc i.or Hook. Kandt>m House. New York. I%K« (Rhyming words and in- 
tercNting Mumds. ) 

Ihr I aril Hint. Raii -t^m Hmise. I%K. (A cute story about a bird who hunts 
ttw and finds a wurm. I i^n ot animals vocabulary builder.) 

Imm in the llt^lv Hook, (lolden Press. I%7. (tieaxy cardboard pages.) 

httt's. I . P. Dutton and Co.. Inc.. 1970. (Photographs of iaccsand parts ot 
laccN that teach ht>d\ parts and use.) 

Ihc loot Hftok. Randcmi House. IM6K. (How teet are alike and how thcVre 
dittcrcnt. cmphaNi/ing descriptive words, e.g.. wet. dry. small, big. etc.) 

/umn Htwntes. Piatt and \Umk. Publishers. (Cute animal story with 
eo|i>r phott'N ol rabbits.) 

Oi>. Ihti*, (90 Hcginner KiH»ks. a l>i\isit>n t>t Random House. (Inmny pic- 
tuiCN. lariuiiagc dexeU^pment cmphaNi/ing M/e and space rclaticmships.) 

Ihc (fnuit Hii: i ur ami Inuk Htnfk. (ioldcn Press. 1951. (Picture book tor 
\oeabiilarv development and dcxelopmen; ol classification skills.) 

/// IhiUlv Ihilille Scholastic Hook Services (paperback Mother (loose. 

littn III. (ii>ldcn PrcNs. IM5S.( I he ii>y of make-believe as seen by a preschool 
child. I angiuijic de\elt>pment. animals and their names.) 

/ il<im ttfhi'u Hinl. Houghton Mitllin. 1964. (A tunny story which deals with 
teclings.) 
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/ H lint fi» l\\'uJ (lolik n r 
iicvclopniciit ihi(nii*li u^c ot siuns m hook \ 

Kat\ \i'-/'imAi7. I . M M;ilcand Co.. m6S. jOnc ot Ihc niosi popular chil* 
dich's sioMcs c\ci unttcti.) Out ot pritit. available at librarios. 

Ihc Ithfk HiKfk. tPnntcd oh cardboard. *iti action book \\hich 

ctiiphasi/cs hiiiuuapc development, e }!.. tasi. slow, dark, light, etc.) 

M\ IliHiw (iokien Press. U loth with non-to\ic ink that a baby can mouth. 
Voeabula r\ development ) 

\l\ hn\ (iolden Press (Cloth bot>k uitli non-to\ic ink that a babv can 
nunith. \ocabularv development.) 

i>U Ihii. Hat. Kandtun House. I**7(). Unmnv storv with humorous it- 
Uistratii>nsemphasi/ing descriptive wi»rds,e.ii.. old. now. tancy. shiny, etc.) 

One I i\h. Iwtf / i\h, Rcil hi\h. Hhw I i\h Random House, l%(). (Counting. 
Citlors. rhvming words and lun and nt>nNcnsc.) 

I\'tvr Kiihhft dn^ssct and Dunlap. Publishers. |97|. 

hikh's Ihfn't ifntw tin lhr\. Kandom House. noci»pvright date. (Picture 
book about where lood reallv comes tromj 

l\ff*-t f* Mother (nftm*, Kandom House, no copv right date. (Mother (icmse 
stones with pi>p-up illustrations.) 

Afn/ ami Hluc Platl and Munk. Publishers, 1965. (Coh»rs and vocabulary 
development.) 

Svf W hat Hahv i an Iht. (iolden Press. (Cli»th with non*to\ic ink that a baby 
can mi>uth.) 

ihv Sisanw Stnrt Mphahet Ht^nk. little. Brown and C<».. I97(). (letter 
recognitu>h.) Ihc Svuitnc Street HtH>k ttf ShafHw. I ittle. Brown and Co.. 
IM'^O (Shape identification.) //;<• Sesanw Street Hook of Puzzles, l ittle. 
Brown and ('«>.. I97(). (Problem Solving.) The Sesame Street Hook of 
\iimfH'r\. I ittle. BrownandCiV. 1970. (Counting, number concepts l-IO.) 

Sofnx, Beginner Books, a Division ot Kandom House. 1962. (language 
development tall-short, etc. Khvming words.) 

Sntr a\a Hunnx. Holt. Kinehartand Winston. 1969. (Language development 
hi>i-ct>ld, wet-drv, sott-hard. etc.) 

ten Apples t p (>n lop. Random Ihuisc. Inc.. 1961. (Counting and 
numbers.) 

Ihe Tothh Me Htn^k. Western Publishing Ci).. Inc. (.ACiolden Press Botik). 
1961 (Printed tui cardboard, otters opportunities tor child participa* 
tion. I anguage deveU>pment. textures, e.g.. rough, smooth.) 

The Three Hilars anil (ft^Uhhnks. Piatt and Munk. 1962. 

The Three little /VtfA. IMatt and Munk. Publishers. 1961. 

tp anil Ihpwn. Wonder Books: (irosset and Dunlap. 1965. (Beginning 
leading, spatial eoneepts.) 
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H hires Ml Huhv * Houghton Mittlitu C o., no copyright date, (l old-out 
illustrations ol farm animals and their babies.) 

Hho t i\v\ llvrv' Western Publishing Co.. Inc. (A (lolden Press Book), 
1^1. I Printed on cardboard, otters opportunities tor child participation 
and teaches the association between animals and their homes. 

H'/n / Btalt the fttfiifA* //mm*. Random House, I9f4. (Astoryabout pets that 
get larger and larger, (iood photographs.) 

Ai/^/ip tkh^k, (iolden Press, 1970. (Vocabulary development based on thing.s 
that zip.) 

Vhe Aoo Hi»ok, Piatt and Munk, Publishers, l%K. (Color photos of animals; 
beginning reading.) 



Phonograph Records 

(*hildren\ Creative Playsongs, Vols. I & II. Stepping Stones Records. 

Mia ,lenkins Recc^rds, Folkways Records 
Play Your Instrumcrts and Make a Prettv Sound 
Farly, Farly (^hildhood 

Hap Palmer Records, Fducational Activities, Inc. 
Learning Basic Skills Ihrough Music. Vols. I & II 
I earning Basic Skills I hrough Music, Building Vocabularx' 
Learning Basic Skills Through Music, Health*and Safety 



A SuKRested List 

Toy% H hich Are A 

balls ot ditterent sizes 

Nert bill! 

uitne ball 

blocks 

nested kegs 

dolls 

spring castanets 

rocking stacking toy 

to> animals, rubber, stulted 

Fit- \-(iroup. Match- 1 he-Pegs 

4-5 piece puzzles 

large Wooden beads tor stringing 

flannel board and obiects 

pull tovs. plasf.c bracelets 

farm set 

tom-tom» drum 

rattles 

bells 

zipper, button, snap tovs 



of Toys and Objects 

vaitahle Commercially 

crayons 
paste 

paper (construction, drawing) 

children's scissors 

floating toys 

tambourine 

spinning top 

bubble soap 

puppets 

graduated sizes and shapes 

plastic snap heads 

bean bags 

nut and bolt toy 

.ABC and number games 

clay 

bus with people 
large whistle 
finger paints 
harmonica 
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toys M hh'h tre t-Msily MaUe ai Home 

dolK t^raduatcd shapo 

hcanbags and hoard puppets 

picture hook> texture books 

color ohiccts tlannel hoard, flannel ohiects 

tni(!er paint (see hclow) clav (see hclou) 

milk carton Nocks thread spool heads 

paste (see h lo\\> t»n aninvils 

Ohjeas tound % round the House 

thread spools typewriter ribbon spools 

plastic jars sponge 

masking tape coated electricians wire 

pullev. clothespin mirror 

brush* comb straws 

poker chips pipe cleaners 

cotton balls old purses, hags 

boxes ol all si/es and shapes measuring cups, spoons 

plastic bowls toil pans 

paper bags rubber bunds 

gloves magazines 

sandpaper key chain with old keys 

suitcases pots and pans, lids 

•Teggs I ggs" baskets 

MateriaK Uhich \ou ( an Make at Home 
Hnger Paints 

Add ctilor to liquid starch. Pour it on wet surface. 

Instant or cook*rd pudding makes interesting finger paint. 

Put soap flakes into mixing bowl and add water gradually while beating with 
egg beater. Heat tn consistency ot stiffly beaten egg whites. Add color. 

(lay 

2 cups Hour 
I cup salt 

small amount ol liquid oil 

I se enough water to moisten Hour and salt into a dough. Add food coloring to 
water lo ctdor the clav. ( onsistcncv is like cooky dough. 

Paste 

' : cup sugar < : t'^p. powdered alum 

' : cup Hour 15 drops oil of cloves 

Mix water with sugar and Hour to make smooth paste. Add alum and cook 
until thick, stirring constantly. When thick, add oil of clove. Let it cool before 
storing in jar with lid. 
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Mary Ice C. Fithian. leacher 

The Roman philosopher. Seneca, said. ""As is a tale, so is life: not 
ho\i long it is, hut how good it is, is what mutters.** Certainly, most people 
would agree ^ith this sentiment, hut it is onh recently that society has hegun 
to apply this philosophy toward the retarded Tittle hy little the **Normali/a- 
tion Principle*' is taking hold us the guiding principle for programs and agen* 
cies serving the retarded. This means that we are slowly heginning to m<!ke 
availahle to the mentally retarded ^'patterns and conditions of everyday life 
which are as close as possihie to the n.^rms and patterns of mainstream 
MHrietN I his principle <*an he applied to all retarded pesons no matter how 
se\erc their retardation or what related physical handicaps they might have. 

The Schotpl I ears 

During the school years the principle of normalization is imple- 
mented through puMic education of the retarded. Recent legislation in Min* 
nesota rect^gni/es the right of all retarded children **who may reasonahly he 
expected to henetit socially, emotionally, or physically from a program of 

teaching " to a puhlic education.^' School districtsare required to provide 

a program tor a retarded child w hen he reaches age five, which they may do in 
a numher of wa\ s. such as hy providing special classes, instruction at home, or 
contracting with puhlic. private or voluntary agencies. 

Programs which are availaMe vary to some extent in content end 
in quality. Most, however, have certain basic goals in common. 

hirst, they attempt to provide stimulating and rich experiences 
which will help the child see the world as an orderly, consistent, and interest* 
ing place. 

Second, the programs heip tc develop basic skills which are the 
foundations for life. 1 hese include development of muscular abilities and 
basic sell-help skills snch as eating, dressing and toileting. There should be a 
great deal ot emphasis on language and communication skiMs which include 
work in listening, \crbal and gestural expression and functional reading. As 
the child grows older. pre-\ocational and \ocational training is introduced. 

f bird, the programs provide experiences that are useful in enjoy* 
ing, exploring and living in the world. 

Finally, and most importantly, the programs help the child attain 
a feeling of personal identity and self-regard. They provide opportunities for 
him to try out his skills in relationships with others, and he will learn that he is 
a sharing member of society. 

Adulthood 

In past years there were feu options available to the retarded per* 
son usually it was a choice of living out his years at home with his family or 
in an institution with little opportunity in either situation to make any useful 
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contribution to stKMci\ loda\, thcoptionsarenot us limited nor us limning. 

Some of the programs tor persons in the later school years ( I S-2 h 
provide channels ot transition from childhood to adulthood responsibility 
through a ^ork-study program or a job-station training program tor those 
persons uho are able to pursue an independent lite situation. In this type of 
program school personnel assist in job p!;;i.ement and evaluation. I hey also 
provide on-the-iob support and tollou-iip. Individuals receiving this form of 
training often find competitive emplovment in jobs such as dishwashers, 
bus bovs, and assemblv-line workers. 

For severelv retarded individuals who are capable of productive 
work but cannot compete on the open job market* shehered workshops can 
provide emplovment. A sheltered workshop facility provides an habilitation 
program using a contn .%^'d working environment. I he work provided is 
usuallv subcontracted from a business in the community, and wagesare deter- 
mined bv^the person's ability to produce. 

I heie are severely retarded persons who are not able to meet the 
minimal standards of sheltered workshop programs but need to develop bas- 
ic vocational skills. I hese skills aredeveloped by performing very simple tasks 
m Work Activitv Programs. Work activity programs also provide training in 
self-help, social, and leisure^time ski'i. . 

hor those persons who are profoundly limited in tneir work skills 
but are still able to remain in the community there are Davlime Activity Cen- 
ter programs available. I hese programs emphasize self-help« sociaL and 
leisure-time skills and provide some training in communication skill develop- 
ment. 

hor persons who can take advantage of these programs, the op- 
tions for liv ing arrangemf?n«s are also expanding. Some will live at home with 
their families, others in community residences. Still others wUI be members of 
small group homes and some will be helped to live in their own apartments, 
t here are still retarded persons being placed in our state institutions* but they 
are usually those persons whose needs cannot be met in community programs. 

The life of a retarded person can be productive and self-satisfying 
through programs which are now available and which will be developed in the 
future. As with members of mainstream society, tiie life of a retarded person 
can and should be looked at in terms of how food it is for him« that is to say« 
how happy he i v ami w hat he contrihutes to himself and to others. 
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Barbara I homes, Mother 

We have spoken with you of our emotional reactions to the births 
of our Dou nN Syndronnie babies, of the medical explanation for the births, of 
the social repercussions affecting both the child and his or her family, and of 
the educational needs of our babies. But what of the future? What do we 
expect of our children as they grow older? What may we realistically expect of 
them? 

I hc expectations and predictions of the past have been quite sim* 
pk\ F\pcct nothing! If uc refuse to accept that view, then we will at least 
expect something. We will rejoice oxer each small accomplishment of our 
child be it crawling^ >\alking or feeding himself. But should we not go a step 
lurt her? Should we not expect that he acct^mplish many of the tasks that a nor- 
mal child docs, even thiiugh the\ max come later? Why shouldn*t the young 
Down's Sxndromc child learn to walk and run? Why shouldn't he feed himself 
and drink irom a cup at a lairU early age? Why shouldn't he be toilet trained? 
Hut bcxond the Hasit scll-hclp skills, what should we expect? Acceptable 
social bchaxior lor one thing, which does not exclude the need for discipline. 
1 i) excuse our children's bad beha\ii)r because they are retarded is selling 
them short. I he need lo he accepted b\ the normal wc^rld is a very necessary 
part of their growth, and lo be shunned because of annoying or repulsive 
habits will cut the children olt Irom the norm:il world immediately without al* 
lowing their other achicxemenis to shine lorth. We cannot underestimate the 
importance ol training them in the social graces, and that training will de- 
mand much patience and persexerance. 

We hope that our children experience many of the joys of life. We 
hope that they will develop recreational skills such as skiing, skating, swim- 
mingand ball playing. We would like to encourage them in the fields of art and 
music, two wonderful media of self*expression which will supplement their 
lack in the area of xerbali/ation. I hese are some of the things we want for 
them. Maybe they w ill tell us what they Aant for themselves! One young eight- 
een^yeaM>ld DownN boy. whom one ot us met recently, had set his hopes on 
drixing a car. His parents wisely told him to learn all there is to learn in the 
dri\er\ manual and then take the test. So. the boy is studying hard. At least if 
he is turned dow n. his parents will ha\ e given him the chance to prove himself. 

We want to huild the desire to learn in our children. This is where 
earh .stimulation, mentioned previously, proves itself. If, from birth, we have 
encouraged them to he curious, and have opened up every reasonable avenue 
of exploration to them, we can expect a great deal more than has ever been 
thought possible. We have before us the examples ol many courageous 
parents w ho. despite the dismal prognosis of their doctors and the stigma cast 
on their children b\ societx. have forged ahead doing what they instinctively 
knew should be done stimulate, teach, and expect something. 1 he children 
of these parents are now aduhs. contributing to society in ipany ways. 1 hey 
are using public transit systems, working at steady paying jobs, making long- 
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ilistancc tclcpluMic calK. aiul paving ia\cs. I hosc arc thin|!s wc too hope tor. 
\V hcii \\c sec how patents have iiispitcd their children without guidance and 
trequentiv against the trctid ot socictv. how much more we should c\pcct ol 
our children now that we havethehenelitsot research, ot increasing social ac* 
ceptaiice, and ol schooling that parents and interested educators everywhere 
are striving tor I he whole outlook isoneol hope We have come a long way 
Ironi the past, and we have tar to go. hut that we live in this time ot awakening 
is a reason tor heing grateful. 

Discouragement will inevitahlv hea part ol our parenthood. It isa 
part ol rearing ni>rmal children, and will he more pronounced with ourhand* 
icapped children. We tiiav set goals too high tor them to reach. We may have 
to ahandi>n our hopes because ol phvsical impairmentsthat arise. We may.as 
Pearl Buck illustrates so vividl> in her heautitiil hook. Thvi hiUt \% ho Sever 
iinw, lind that we are taxing our children so much that the strain on them and 
us hecotnes unhearahle. and at the expense ot their and our happiness. Wc 
tiiav alwavs hope, hut when, with oureyes wide open, we see that our demands 
are futile or even destructive, we must have the strength tnadmit that -ue have 
exceeded rcalitv 

We have hi^pe. We expect that our children will contribute to 
socict> in some wav. even thougll the way is not yet clear to us. We pass our 
hope on to von. . i 
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A. Facl^ About Mental Retardathin and DoHn\ Syndrome 

Attucll, A.&C'lahhy, I), l^heretanietirhihl: Ans\\vrstoq^^^ 
ask. Burhank. (\ilit.: Tire Press, |**69 

llclplul intormation about causes and treatment ot mental retardation* 
tamilv relationships, schooling, and vocational planning. It is compre- 
hensive and readable. 

Sara son. S. & Doris, ,1. PsxrholtPgicalpnfMvms in mental tlefh^i^^^^ New 
York: Harper & Row, l%9. 

A textbook that examines the issues and problems which havedominated 
»he field ol mental retardation in terms of research and program devel- 
opment. It describes how theoriesand practices which characterize a field 
at a partii ular point in time reflect the nature of society at that time. Deals 
with biological and tncdical lactors tnd their rebtionship to psychological 
and st»cial aspects ol mental retardation. 

W olfcnsbcrgcr, W. & Kurt/. R. \fanaftcnwntof thcfamil\ oO 

n tanhil: I ho *A of rcadingy Chicago: Fiillett Hducational C ornoration. 

196^. 

A collection ol articles which cover such topics as causes oi retardation, 
counseling, therapy, education, and lamily management. 

Kramm. I. Families of mimKohid ihiUlren. Washington, IXC: 
C hildren's Bureau. T.S. Department ol Health, Fducation and Welfare, 
l%.V 

.A vcrv readable pamphlet describing the results of a study involving SO 
families w ho had a Down\ child living at heme. Through case studies the 
pamphlet olfers a description of how these families faced problems, han- 
dled the n. and what their ultimate adjustment has been. 

B. Personal lAprriences of Parent)^ with Down\ Syndrome C hildren 

Buck, P. The i hiht who never grew. New York: John Day, 1950. 

A moving story about the authors Down's Syndn»me daughter, 

Hunt.N. The Wf^rM of Mgel Htwi: The lUary of a mongoloid vouth. New 
York: (iarrett Publications. 1967. 

.An autobiographical essay written by a Down's Syndrome youth. A 
poignant account of the w«irld as .seen through the eyes of someone with 
mental retardation. It offers great encouragement and challenpe to par-* 
ents of Down's Syndrome children. 

Perskc. R. Sew Mreetions for f parents offwrsons who are retanled. New 
York: Abingdon Press, 197^. 

Beautifully illustrated. Written in a delightfully tender yet practical 
manner. 



Roberts, N. & Robcrls. H David Richmond, Va.: John Knox Press* 1968. 

An extremely sensitive accoun* through words and excellent pictures, of 
the first tour years in a mother*s relationship with her Down^s Svndrome 
child. 

Seagoe, M. YeMerJax was Tinwdaw all ilax and nighi. Boston: l ittle. 
Brown. 1464. 

A story about Paul Scott, a Down's Syndrome individual, whose lather 
helps him accomplish many things through tutoring, travel and language 
training. Much ot it is PauPs diary. I hc epilogue is a discussion about the 
pros and cons ot residential placement. 

C. EducatinR your Donn's Syndrome Child 

A hvlpfUl KuUh' in the training of a mentally retanleii child New York: 
National Association for Retarded Citizens, 1968. 

Available tree, this pamphlet offers principles to follow in home trainings 
discipline, feeding, and personal hygiene. l>evelopmental charts comple- 
ment the text. 

Bensberg, (J. Teaching the mentally retarded: A handNwk for ward 
personnel. Atlanta: Southern Region Education Board, 1965. 

Principles and methods for teaching basic skills. The teaching method 
described is positive reinforcement (reward). Detailed, illustrated lesson 
plans are provided which show the step-by-step process of backward 
chaining. 

Connor, h. and I'albott, M. An experimental curriculum for voung men- 
tally retarded children. New York: Teacher's College. Columbia Univer- 
sity. I%4. 

I his curriculum guide contains a listingof general objectives for basic skill 
areas such as self-help and communication development and breaks them 
down into specific tasks. Fach task isdefined so that the goal isclearand is 
rated from easy to difficult. A program is described by which tb^ ;hild can 
move from an easy level to a more difficult level. 

Dreikurs, R. & (irey, I.. Logical consequences: A new approach to 
discipline. New York: Hawthorne Books, 1968. 

rhe authors examine parent-child relationships and develop an approach 
to disciplining the child through the use of logical or natural conse- 
quences. 

Dreikurs, R. & (irey, I.. A parent s guide to child discipline. New York: 
Hawthorne Books, 1970. 

Presents practical step-by-step directions for dealing with child discipline 
problems which apply to children from birth to maturity. Numerous case 
histories. 
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M(»ll(>\. J. iramnhlv t htlilrvpt i urru ulum ami proivdurvs. New York: 
John Da>. 1^63. 

Oltcrsa great deal ol helpf ul general intormation ahout planning training 
programs Um a retarded ehild. !>eaN with evaluating the ellectiveness of 
educatioii.il programs and the child*, progress. A comprehensive 
hihliographv and lists oi resources are also included. 

Spache. tf (itHHl readrnK A"' />oor remivrs. Champaign. III.: (ianard 
l>ublishing. I*)7(). 

I tsts n an\ types ot hooks in annotated bibliography !orm. Provides in* 
formation about ho\% to choose hooks to help teach the child about him- 
sell and his surroundings. Mo.st ot the books are lor fourth grade reading 
IcNcI and abo\e. 

Strang. R.. Phelps. I .. & Withrow. I). Uatvwaxs to reattahh hooks: .4w 
imnotah'il .i^rathul li.si tff htufk.s in mani fh'Ms for aitolesivn^'- who fhul 
ri Uihns ihffh Hit. Bronx. N.Y.: H. W\ Wilson. 1966. 

Ihis book haso\er l(MH)titleseovenngawidevarietyof interest areas(ad- 
\entiircs. animal lite, aviation, humor) for adolescent boys and girls. 
Rooks arc rated according to reading dittieulty. with most books at the 
tilth. si\th and se\enth grade level. Also contains a short bibliography of 
rccomnv nded books tor mentally retarded readers. 

I>. Speech and I.an|;uaf>e Development 

Kwttin. R. & llaug. C. Speech ami lannuage ilelav: A home tramhif! 
prot^ram. Springfield. III.: Charles C. Thomas. 1964. 

Designed tor parents, it describes normal speech and language develop- 
ment and causes ot language delay. It offers a simple instructional outline 
tor a day-to-da\ stimulation program. 

Mi>IK>N. .1. Teachmi^ the reianleil i hilil to talk: A guule for parents ami 
teachers. New York: .lohn I>ay. I%l. 

I his book will be of hein to parents and teachers of very young retarded 
children. In a clear and concise manner, the author discusses the causes of 
speech dittieulty as well as the process of learning to speak. Ihe successive 
steps that the parent or teacher should follow in developing the speech of a 
retarded child are set torth. There is a special chapter on helping Down*s 
Syndrome children. 

V \tU Mumc and Science 

Al\;n. J. \tii\u for the hamlicapped ihiiti London: O.xford l^nivcrsitv 
Press. 1965. 

Deals viith the handicapped childN social and emotic-aal well being and 
describes helpt ui musical experiences. Written tor parents, i jachers. social 
workers, and other protessionals. it is basically a therapy approach to 
music. 
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Antey. J. .Vf>i.ir ami team. New York: John I)ay» l%5. 

Thi% colorful book of simple songs related to everyday life (food* rain) 
includes teac*ung instructions designed to make the songs more meaning- 
ful to retarded children. I he first section presents songs and simple music 
activities. I he second section is about making simply rhythm instru- 
ments« and the third section is concerned with the useof teaching aids such 
as a toy piano and tape recorder. A very practical and enjoyable book. 

(iinglend« D. & Stiles, W. \1usU' avtivities for retarded children: A hand- 
hook for teachers and parents. Nashville: Abingdon Press, 1965. 

A helpful guide to incorporating music into the classroom and home for 
teachers and parents with little or no formal background in music. It in- 
cludes simple songs, folk dances and instructions in the use of instruments 
such as the record player, autohurp and percussion instruments. 




Haupt. D. Science experiences for nursery school children. Washington 
[).C.: National Association for the Education of Young Children. 

Provides basic instruction in adapting science experiences for a young 
child's understanding. Written with the teacher in mind, it suggests class- 
room **ex pediments.'* all of which can be carried out at home with some 
modircations. 

I1um:rr. H.. WahL A. A Willmans. R. Arts and crafts for retarded 
childreth New York: Know Publications, 1962. 

A useful book of arts and crafts ideas. Most of the materials are easily ob- 
tained and inexpensive. The crafts activities vary in complexity and can be 
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used uiih both voting and older children. Some games to play with hand- 
made materials are included. 

Jones. H hat /.\ musu for r<ifm.irr/ii7</r<7i ' Washington, I).C\: National 
Association lor the 1 uucation ol Young Children, 1969. 

Another teacher-oriented pamphlet that can be adapted for home use. It 
suggests t>pes ol instruments and songs to use and presents anecdotes 
about each musical event. 

h\ Religious Training 

I \elvi tvii Nhliographx on religion ami religious ethnation. New Yorlc: 
National Association lor Retarded Citizens, 1971. 

I ists resources tor parents of Catholic, Protestant and Jewish children, 
(i. He\ Education 

I errigo, M. & Southard, M. .4 sttpry ahout you. Chicago: American 
Medical Association and National Education AssiKiation, I9M. 

A booklet that can be read by a mildly retarded young adult with help from 
an aduh with normal reading ability. Covers the topics of: How life begins, 
gestation, birth, and provides a general picture of human development 
through adulthood. 

The sex eiiwator ami moral values. Sex. sciemv. ami values. Mastur- 
bation. Sex Information and Education Council of the U.S., Northfield, 
Illinois, I9S9. 

These booklets are prepared for the adult with normal reading ability, 
probably the retarded individual's parent or teacher. Materialsare factual 
and interesting. 

Kempton. W.. Bass. M.,& (iordon, S. Love, .sex and hirth control for the 
mentallv retanled: A guide for parents. Syracuse: Planned Parenthood 
.Association of Southeastern Pennsylvania, and Family Planning and 
Population Information Center, Syracuse University, 1972. 

An excellent booklet for parents to use in instructing a retarded child. (A 
parent w ould be well advised toalso obtain the bo »k: Facts ahout .sex for 
exceptioptal vouth by S. (lordon. Printing House of Charles Brown. Inc.. 
1969, for their retarded adolescent or young aduh because the illustra- 
tions are identical in both books while the printed matter is simpliHed in 
the latter). 

Sex education: Required reading. The Child Studv Association of 
America, Inc., 1969. 

.An extensive annotated bibliography for parent ;% of exceptional children. 
Contains materials to be read by parents, for parents to read totheir child, 
and for children to read for themselves. 

Andry. A. & Schepp, S. Hon hahies are made. New York: Time-Life 
Books. I96K. 



A hcautitiilU illiistiatcd and tastctully written book which explains re- 
prtuluction clearly and simply. A hook thai parents could use with their 
Noung retarded child and one which the retarded child could use himself 
since it's written on ahout the first-grade level. 

H. C lothine 

B;irc.C .. Boettke. H . & Waggoner. N. Self -helpi lot hinn for handUapped 
children. National I astfr Seal Society lor Crippled Children and Adults. 
1962. 

A practical, illustrated guide lor parents in the selection and adaptation of 
clothing tor physically handicapped children. 

Karroll's. Inc. Instituiion Division, n North Stale .Street. Chicago. II- 
Imois W»W>2. (Catalogue). Shows many types of clothing that retarded in- 
dividuals will find easy to use. 



I. Dental ( are 

Cirecn. .A. A preveniaiive care ituUle fttr multiharidicapped children: Den- 
tal tare hvKin^ ti' honte. National Easter Seal Society for Crippled Chil- 
dren and Adults. 1970. (hree) 

I ips for parents to help keep their handicapped child's teeth healthy. 
Young. W. & Mink. J. Dental care fttr the handicapped child. National 
Faster Seal SiKiety lor Crippled Children and Adults. I%5. 
Describes special dental problems of handicapped children. 

.1 . Furniture and Kquipment 

Handi-Chairand Equipment Development. Inc. 1 16. Salem Drive. Ithaca, 
New York I4K50. (C atalogue). Presents descriptive material about furni- 
ture and equipment for physically handicapped persons. 
Holmann. R. Htnv to huild special funiture and equipment for handi- 
capped children. Springfield. III.: Charles C. Thomas. 1971. 
An illustrated, step-by-step set of plans for constructing special furniture 
and equipment. 

Kalt. B. & Bass. R. The mother's nuide to child safety. New York: CIrosset 
and Dunlap. 1971. 

Instructs mother in arranging a sate living environment. 

Rehabilitation InternationaK 219 Lu l 44th Street. New York. New York. 
I(K)I7. 

Catalogue of hundreds ol physical aids and pieces of equipment for han- 
dicapped mdividuals. 

Rosenberg. (\ issistiw devn es for the haHuapped American RehabiN 
itation Foundation. I96K. 
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A l^it-puri docuiiiciK ih;u describe*, hem various devices cun be used to 
help a phvsicullv handicapped person move about and uiili/e oppor- 
tunities tor work, recreation, etc. 

K. Kecreaiiun Activities, Toys and Materials 

t arlson. B. & Ciinplend. I). Hu\ atmvus for the n'lartlvd child. 
Nashville: Abingdon l*ress. I%l. 

A guide lor parents and teachers. Activities are grouped according to 
s»»cial. physical, language, and intellectual requirements and are arranged 
m order of increasing dilliculty. Within each group arc specific games and 
activities that will improve abilities. Manvoi the suggestions can he imple- 
mented at home with simple hand-made materials. 

Clepper.^L^O>i»m>ijf un with toiw. Minneapolis: Augsburg Publishing 

I his book has just the right amount of solid useful information for parents 
abtnit choosing tovs and using them. It is flavored with manv interesting 
notes from hisiorv. anthropology and from educational research. 
Recreation ami physical activity for the mentally retarded. Prepared by a 
joint committee of the Council on Exceptional Children and the American 
Association for Health. Physical Education and Recreation. 1966. 
Explains what play can do lor the retarded, w hat type of program can be 
instituted and offers practical hints about getting children to participate. 
An annotated bibliography is included. 

Recrvatitm for the mentally retarded: A handbook for ward personnel. 
Atlanta: Southern Regional Education Board. 1964. 



I ocuNCN iU\ iccrcatioiMl aiul .iikI cialls activities and provides a selec- 
tion ol games. One hundicd eii!ht-si\ specilic games are described along 
with lhoi4High instructions lor participating. 

/fM hoi^k. Alpha Chi Omega. I*>W>. 

Provides patterns and directions lor making ine.\pensi\e hut e.NCcilenl en- 
tertaining and educational toys. 

Huter. sand am/ mm/ as piax mawnals. Washington. D.C: National 
Association tor the t ducation of Young C*hildren. 1959. 

I vplains ho)K simple natural materials can provide enjoyable learning op* 
por! unities. 

t» Plunning for >our ('hild\ Future 

Beck. H. Social wrvnvs lo ihv nwntaUv retan/ed, Charles C. Ihomas, 
1969. 

Primarilv written lor social workers who deal with retarded individuals 
and their lamilies. it is written simply and concisely. 

Bcgab. VI The mentallx retanlei/ i hild: A guid to services of social 
aKCPH icy ChildrenN Hureau Publication t^MH, 1963, 

Written tor parents and protessionals. it describes problems faced by par* 
ents ol retardcil individuals and the wavs in which social service agencies 
attempt to deal with these problems. It otters some alternatives for life- 
time planning. 

Marino. I . & (ireen. B. How to rnniilv for their future. New York: 
National Association lt»r Retarded t'iti/ens. 196.1. 

Suggestions lor parents concerned with providing life-time nroteciion lor 
their retarded child. 

M. Sugee^ted Places to W rite fur Information: 

National Socieiv lor Crippled Children and Adults 
II S. I.a Salle 
(^hicago. Ill H)m 

Public Attairs Pamphlets 
3KI Park Ave. S. 
New York. N Y. HM)I6 

.Association lor Childhood Education International 
1201 16th St. NAV, 
Washington. D.C. 2(M)36 

National Association lor Retarded Citizens 
420 Lexington Ave. 
New York. N,Y. 10017 
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(*ouiicil toi I Kccpiioiiiil Children 

141 1 Jcltvrson Duxis Hu\.. Suite «*(M) Jetterson Pla/a 

Arlington. Va. 222()2 

I he President's Committee on Mental Retardation 
I'.S. (io\ernmcnt Printing Oflice 
Washington. D C. 202(>7 

Ameriean Assoeiation on Metital Detlcienev 
5201 Conn. A\e. 
Washington. r).C. 2(M)I5 

National Association for I'dueation of Young Children 
IK.U Conn. Ave.. N.W. 
Washington. I>.C". 2'MHW 
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